Making Sense of Autism: An Interpretative Phenomenological Analysis of Siblings' Perceptions and Experiences of Autism. by Fernandez-Ford, Luisa.
Making Sense of Autism:
An Interpretative Phenomenological Analysis of 
Siblings' Perceptions and Experiences of Autism
by
Luisa Fernandez-Ford
Submitted for the degree o f Doctor of Psychology (Clinical Psychology)
Volume 1
Department of Psychology 
School of Human Sciences 
University of Surrey
July 2003
© Luisa Fernandez-Ford 2003
ProQuest Number: 11010010
All rights reserved
INFORMATION TO ALL USERS 
The quality of this reproduction is dependent upon the quality of the copy submitted.
In the unlikely event that the author did not send a com p le te  manuscript 
and there are missing pages, these will be noted. Also, if material had to be removed,
a note will indicate the deletion.
uest
ProQuest 11010010
Published by ProQuest LLC(2018). Copyright of the Dissertation is held by the Author.
All rights reserved.
This work is protected against unauthorized copying under Title 17, United States C ode
Microform Edition © ProQuest LLC.
ProQuest LLC.
789 East Eisenhower Parkway 
P.O. Box 1346 
Ann Arbor, Ml 48106- 1346
2ACKNOWLEDGEMENTS
I would like to thank my clinical and research supervisors, the course team and my fellow 
trainees who have helped to support, guide and inspire me during the last three years.
I am sincerely grateful to all the volunteers who participated in the research work presented in 
this volume.
I would like to dedicate this volume to my family, friends, and particularly my husband Mark, 
for their patience, support and encouragement over the years of study.
3COPYRIGHT STATEMENT
No part of this portfolio may be reproduced in any form without written permission of the 
author, except by the University of Surrey Librarian for legitimate academic purposes.
Luisa Fernandez-Ford, 2003
CONTENTS -  VOLUME 1
INTRODUCTION TO THE PORTFOLIO.......................................................................... 7
ACADEMIC DOSSIER...........................................................................................................8
Introduction to the academic dossier...................................................................................... 9
Adult Mental Health Essay....................................................................................................11
“How can we use psychological theory to explain ‘worry’ and how may we approach the treatment of 
dysfunctional worry? Discuss with reference to the evidence base of the theory(ies) you present”
Introduction........................................................................................................................................12
Theories of worry.............................................................................................................................. 13
Treatment of dysfunctional worry................................................................................................... 20
Conclusion......................................................................................................................................... 23
References......................................................................................................................................... 25
People with Learning Disabilities Essay............................................................................... 27
“Sexually abused and/or sexually abusing: what is the role of the clinical psychologist in working with 
people with learning disabilities who have been sexually abused or abuse others?”
Introduction....................................................................................................................................... 28
The role of the clinical psychologist in learning disabilities.........................................................29
Assessment........................................................................................................................................ 29
Intervention....................................................................................................................................... 30
Prevention..........................................................................................................................................34
Evaluation of evidence base............................................................................................................. 38
Conclusion..........................................................................................................................................39
References................................................................................................................................... .....40
Child, Adolescent and Family Essay.....................  44
“Anxiety disorders in childhood are fundamentally different from anxiety disorders in adulthood. 
Discuss with reference to the theory and treatment of two anxiety disorders.”
Introduction....................................................................................................................................... 45
Obsessive-compulsive disorder........................................................................................................46
Panic Disorder ...........................................................................................................................50
Conclusion..........................................................................................................................................55
References..........................................................................................................................................57
Specialist Adolescence Essay..................................................................................................63
“Compare and contrast individual and family approaches to eating disorders in adolescence. Discuss 
with reference to the theory and treatment of two eating disorders.”
Introduction....................................................................................................................................... 64
Anorexia Nervosa ................................................................................................................. 65
5Bulimia Nervosa  ....................................................................................................................70
Conclusion........................................................................................................................................ 74
References..........................................................................................................................................76
CLINICAL DOSSIER........................................................................................................... 81
An introduction to the clinical dossier................................................................................. 82
An overview of clinical experience gained during training.................................................83
Core Adult Mental Health Placement Summary.................................................................84
Core People with Learning Disabilities Placement Summary............................................85
Core Child, Adolescent and Family Placement Summary..................................................86
Specialist Adolescent Placement Summary......................................................................... 87
Core Older Adults Placement Summary..............................................................................88
Specialist Children with Developmental Disabilities Placement Summary......................89
A summary of case reports completed during training.......................................................90
Adult Mental Health Case Report Summary.......................................................................91
“The assessment and intervention of depression in a 32 year old woman using a cognitive behavioural
approach.”
People with Learning Disabilities Case Report Summary..................................................93
“The assessment, formulation and treatment of challenging behaviour in a 35 year old woman with
Downs syndrome based on psychodynamic ideas.”
Child, Adolescent and Family Case Report Summary........................................................95
“Behavioural assessment and management of a 3 year old boy presenting with hyperactive and
aggressive behaviour.”
Specialist Adolescent Case Report Summary......................................................................97
“Cognitive behavioural therapy with a 17 year old girl presenting with nightmares and associated
anxiety.”
Older Adults Case Report Summary...................................................................................99
“Neuropsychological assessment of dementia and its’ differential diagnosis in a 73 year old man with a 
present diagnosis of Parkinson’s disease.”
RESEARCH DOSSIER........................................................................................................101
An introduction to the research dossier..............................................................................102
An overview of research experience gained during training............................................ 103
Research log...........................................................................................................................104
6Service Related Research Project....................................................................................... 109
“A survey of interest, training and attitudes of primary care nurses to mental health problems”
Abstract...........................................................................................................................................110
Acknowledgements........................................................................................................................I l l
Introduction.................................................................................................................................... 112
Method.............................................................................................  115
Results................................  117
Discussion.......................................................................................................................................129
References.......................................................................................................................................132
Appendices......................................................................................................................................134
Major Research Project........................................................................................................169
“Making sense of autism: an interpretative phenomenological analysis of siblings’ perceptions and
experiences of autism”
Abstract............................................................................................................................................ 170
Acknowledgements...................     171
Introduction......................................................................................................................................172
Method............................................................................................................................................. 183
Analysis............................................................................................................................................ 193
Discussion....................................................................................................................................... 217
References....................................................................................................................................... 226
Appendices................................  233
7INTRODUCTION TO THE PORTFOLIO -  VOLUME 1
This portfolio contains work completed as part of the degree of Doctor of Psychology 
(PsychD) in Clinical Psychology. It compromises three dossiers of academic, clinical and 
research work.
• The academic dossier includes four essays relating to three core placements and one 
specialist placement.
• The clinical dossier contains summaries of all six placements and five case reports. A 
separate confidential appendix to the clinical dossier can be found in volume 2, which 
contains all five case reports in full, and all placement documents including placement 
contracts, placement evaluation forms, log books of clinical experience and examples 
of clinical correspondence.
• The research dossier comprises of a research log, a service related research project, 
and a major research project.
The work presented in this portfolio aims to reflect the range of client groups, presenting
problems, psychological and methodological approaches covering during training.
8ACADEMIC DOSSIER
9INTRODUCTION TO THE ACADEMIC DOSSIER
This dossier represents academic experience whilst studying for the degree of Doctor of 
Psychology (PsychD) in Clinical Psychology. This contains four essays from the core groups 
studied in the first and second years and one essay on a specialist topic from the second year. 
These essays critically examine a range of issues relating to the theory and practice of a range 
of psychological approaches to various issues experiences across the life span.
ESSAYS
• Adult Mental Health
• People with Learning Disabilities
• Child, Adolescent and Family
• Adolescents
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ADULT MENTAL HEALTH ESSAY
“How can we use psychological theoiy to explain ‘worry’ and how may we approach the 
treatment of dysfunctional worry? Discuss with reference to the evidence base of the
theory(ies) you present”
December 2000
Year 1
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Introduction
In this essay I shall attempt to discuss how psychological theory can be used to explain worry 
and its research evidence. I shall also attempt to discuss how we approach the treatment of 
dysfunctional worry with reference to generalised anxiety disorder (GAD). This disorder is 
pertinent to the question as it is well documented that dysfunctional worry is a central feature 
of GAD. The DSM IV criteria for GAD is as follows (American Psychiatric Association 
(APA) 1994):
Generalised Anxiety Disorder has been described as diagnosable if the following are present:
A. Excessive anxiety and worry occurring more days than not, for at least 6 months, 
about a number of events/activities.
B. Difficulty in controlling worry.
C. Anxiety and worry are associated with at least three of the following (only one item 
required in children).
1 .restlessness or feeling keyed up or on edge.
2. being easily fatigued
3. difficulty in concentrating or mind going blank
4. irritability
5. muscle tension
6. sleep disturbance (difficulty falling or staying asleep or restless unsatisfying sleep)
D. The focus of anxiety and worry is not confined to features of another Axis 1 disorder.
E. Anxiety, worry or physical symptoms cause significant distress or impairment in 
functioning.
F. Disturbance not due to physiological effects of a substance or a general medical 
condition.
The focus of this essay will be on the theory and treatment of dysfunctional worry in GAD. 
The essay will begin by briefly outlining an early theory of worry and its evidence base. I will 
then describe a theory of dysfunctional worry with reference to a cognitive model of GAD and 
its underlying research evidence. I will attempt to discuss treatment approaches to 
dysfunctional worry in GAD and will lastly aim to reach conclusions regarding the future of 
worry research.
Before attempting this task, it is valuable to consider what is understood by the term worry. 
Most people experience worry at some point in their lives. The Oxford English Dictionary
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(1998) defines worry as “troublesome” and “mental uneasiness”. In considering a definition of 
worry, it is important to distinguish between normal and dysfunctional varieties. Theorists 
suggest that worry exists on a continuum of varying levels of chronicity. It is proposed that at 
the normal end worry can lead to constructive problem solving. At the pathological end, 
worry becomes dysfunctional like that found in GAD (Davey 1994). One of the main features 
to distinguish normal and dysfunctional worry is its perceived uncontrollability (Wells and 
Butler, 1997). This has now become one of the defining characteristics of GAD.
Early research has highlighted the dysfunctional aspects of worry and its link to the 
maintenance of anxiety. The study of worry therefore has clinical implications for the 
development of effective treatment interventions for anxiety especially GAD (Borkovec
1994). However, the challenge has always been developing treatments for GAD that are 
underpinned by strong theoretical foundations. Only treatment approaches specifically 
designed to target the factors that cause and maintain worry will be effective in producing 
lasting change (Wells 1994). I shall now begin by introducing an early theory of worry.
Theories of Worry 
Borkovec and colleagues (1983)
Borkovec, Robinson, Pruzinsky, and DePree (1983) describe one of the first theories of worry 
through their research into insomnia and test anxiety. This theory is based on their early 
definition of worry as “a chain of thoughts and images, negatively affect laden and relatively 
uncontrollable. The worry process is an attempt to engage in mental problem solving on an 
issue whose outcome is uncertain but contains the possibility of one or more negative 
outcomes. Consequently, worry related closely to the fear process” (plO). The aim of this 
definition was to form a preliminary working hypothesis for future worry theories and 
research.
Based on this definition, Borkovec et al. (1983) describe several preliminary characteristics 
and functions of worry. Worry was thought to be a problem solving activity used to generate 
solutions to avoid future threat. Worry was also thought to act as a coping strategy to 
anticipate such threats. It was thought that this kind of preparatory coping may reduce 
unexpected emotional responses to feared events. Through their early empirical investigations, 
Borkovec et al. (1983) found evidence to suggest that worry was clearly associated with fear 
and anxiety and centred on future events. They also found evidence to support their prediction
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that worry is perceived as an uncontrollable activity. These authors viewed worry as an 
attempt to avoid negative outcomes by anticipating all possibilities.
Such early speculations led to the development of the central premise of this theory that worry 
serves a function of avoiding threat. The rationale behind this argument is that the research 
finding that worry consists mainly of verbal thought not images. Borkovec and Inz (1990) 
explained this by speculating that worry may block unpleasant imagery. This is thought to be 
because imagery is closely associated with physiological and emotional arousal (Foa & 
Kozak, 1986). Consequently, worry may block threatening images in order to suppress these 
unpleasant responses. Therefore, this theory suggests that worry may be used to avoid 
threatening imagery and is maintained by reducing unpleasant emotions.
Borkovec and Hu (1990) further elaborate on these avoidance effects of worry. They argue 
that this kind of cognitive avoidance of negative emotion may lead to long-term problems in 
emotional processing. Foa and Kozak (1986) describe emotional processing in terms of a fear- 
network model. They argue that fear structures in memory need to be properly accessed for 
anxiety to be reduced. However, worry is thought to block unpleasant imagery and somatic 
responses associated with fear and anxiety. Therefore, worry may interfere with the accessing 
of these fear structures and inhibit emotional processing. It is thought that this maintains fear 
and anxiety. It follows then that if negative emotional information is not being fully processed 
it remains in consciousness. Subsequently this may lead to an increase in intrusive thoughts 
and a sense of Toss of control’ over thought processes. It is proposed that this sense of 
uncontrollability accounts for feelings of worry as an unwanted activity that is pervasive and 
self-perpetuating (Borkovec 1994). I will now examine the research evidence to support these 
arguments.
Evidence base of Borkovec’s theory
When evaluating Borkovec’s theory, it is important to examine whether its underlying 
premises have been supported. Firstly, that worry consists of verbal thought and not imagery. 
Secondly, that worry avoids physiological arousal and subsequently inhibits emotional 
processing.
Evidence for worry as verbal thought was first formally proposed in a study by Borkovec and 
Inz (1990). The sample consisted of 13 subjects meeting the diagnostic criteria for GAD and 
the same number of non-anxious controls. Frequencies of thoughts and images were compared 
during a 10 minute period of worry and a 10 minute period of self-relaxation. This assessment
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was repeated after they had undertaken of 12 sessions of nondirective therapy. The results 
showed that during relaxation, GAD subjects reported equal amounts of thought and imagery 
while non-anxious controls reported more imagery. Following therapy, GAD subjects’ 
predominance of thoughts during worry had decreased and they reported more imagery. 
Borkovec and Inz (1990) concluded that worry was “primarily thought as opposed to imaginal 
activity” (pi 57). As the study was carried out with a clinical sample of GAD subjects, these 
results have strong external validity and clinical usefulness. In addition, subjects were actually 
asked to worry thus directly accessing the worry process (Davis & Montgomery, 1997). 
Unfortunately, we are still left to question the accuracy of subjects’ interpretations of these 
two cognitive processes. It is difficult to draw conclusions from this study without more 
reliable measures of the variables under investigation.
Independent support for the second premise that worry avoids physiological arousal and 
inhibits emotional processing was partially provided by Butler, Wells and Dewick (1995). 
They investigated the impact of worry after exposure to stressful stimulus. 33 subjects were 
randomly allocated to a worry group, imagery group or control group. All subjects watched a 
film showing a horrible accident. Subjects then asked to worry about the film, imagine it or 
settle down. During the following week, subjects kept a diary record of the number of 
intrusive thoughts they experienced about the film. Significant differences were found in the 
subsequent three days after the film. The worry group experienced significantly higher 
number of intrusive images than the other two groups. These results only provide tentative 
evidence to support the premise that worry inhibits of emotional processing. This is partially 
due to the small sample size that could have led to lack of power in the analyses and thus 
Type II errors.
A more interesting finding to note however is that no significant degrees of emotional distress 
were reported to be associated with the intrusions. The authors explain these findings in terms 
of a “tagging” mechanism in memory. They propose that this acts in a joint way with 
mechanisms of blocked emotional processing. It is thought that worry related material became 
“tagged” to representations of the stressor in memory. These ‘tags’ lead to more 
environmental cues for the stressor and subsequently more intrusive thoughts.
Wells and Papageorgiou (1995) further investigated this “tagging” mechanism. They 
hypothesised that it led an increase intrusive images following exposure to stress. 70 subjects 
were randomly allocated to five groups. These included a control group (CG), an imagery 
group (IG), a distraction group (DG), usual-worry group (UW) and a film-worry group (FG).
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All subjects watched an unpleasant film. Subjects were then asked to settle down (CG), 
imagine the film (IG), engage in distraction (DG), worry as usual (UW) or woriy about the 
film (FG). Based on their hypothesis, these authors expected that blocking of emotional 
processing and tagging would lead to more intrusive thoughts. They expected this would 
gradually increase from the control group through to the film-worry group. The results 
supported this prediction and provided evidence for worry leading to the incubation of 
intrusive images. As this was a methodologically sound study, these findings may be 
interpreted as support for Borkovec’s premise of worry as a block to emotional processing.
In summary, there appears to be some evidence to support Borkovec and colleagues theory of 
worry as cognitive avoidance of threat. However difficulties arise in finding conclusive 
evidence to support the premises underlying their theory. This is mainly due to alternate 
explanations being proposed to account for these research findings. Wells (1994) develops 
Borkovec’s ideas further and suggests that using worry as a coping strategy may lead to an 
increase in intrusive thoughts. It is well documented that attempts to suppress unwanted 
thoughts such as imagery can have a paradoxical effect of increasing them (Clark, Ball & 
Pape, 1991). It is proposed that this may lead to feelings of uncontrollability over thought 
processes that are compounded when attempts at thought control fail (Wells and Butler, 
1997).
Wells (1994) discusses this notion of uncontrollability in relation to dysfunctional worry. He 
argues that it is the appraised consequences of these failed control strategies are important. 
Thoughts about such failures lead individuals to develop beliefs that they are unable to control 
their own thoughts. This kind of thinking about ones own thinking is known as 
‘metacognition’ first described by Flavell, (citied in Wells, 1999). Wells stresses the 
importance of this type of self-knowledge in maintaining dysfunctional worry. It is this 
concept of ‘metacogntion’ that has become the central tenet of his theory of dysfunctional 
worry detailed in his cognitive model.
Wells (1995,1999,2000) cognitive model of GAD
Wells (1995,1999,2000) proposes a theory of dysfunctional worry within a model of 
generalised anxiety disorder (GAD). This suggests clients with GAD select worry as a way of 
coping with threat. I will now attempt to provide an outline and description of this model.
In this model Wells proposes two types of worry, namely type 1 worries and type 2 worries. 
Type 1 worries are specific worries concerned with everyday life events (e.g. worrying about
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paying the phone bill). Type 2 worries are types of meta-cognition labelled ‘meta-worries’ and 
are worries about ones own worry. It is thought that these meta-worries are responsible for the 
development of normal worries into dysfunctional GAD worry.
Underlying these worries, Wells proposes two sets of beliefs about worry developed through 
experience. These consist of positive beliefs about the benefits and usefulness of worry. These 
usually involve coping (e.g. ‘worry helps me cope’) or preparatory functions (e.g. ‘If I worry I 
will be prepared’). They are responsible for selecting worry as method of dealing with threat. 
In contrast, negative beliefs about worry are the negative appraisals of worrying and are 
reflected in ‘meta-worries’. They typically consist of issues of controllability (e.g. ‘my 
worrying is out of control’) or threat (e.g. ‘worrying will make me go mad’).
However, Wells outlines several problems with the use of worry as a means of processing 
threatening information. Firstly, positive beliefs generate many negative outcomes in trying to 
find a solution in type 1 worry and results in the individual feeling in more danger. Secondly, 
if feared events do happen, then the individual may be more likely to attribute this to the 
benefits of worrying. This reinforces worry and enhances feelings of uncontrollability. 
Thirdly, by using worry as a preparation for threat leads to more vigilant for threat. This 
means that individuals are more likely to detect threat that may trigger more worry. Therefore 
negative beliefs are strengthened as worry becomes more omnipresent, leading to further 
meta-worry.
This meta-worry (type 2 worries) is closely linked with emotion. Although physical symptoms 
of GAD such as muscle tension, irritability occur with type 1 worries, these will diminish 
when an individuals ‘feels’ that they have generated acceptable responses to cope with danger. 
In type 2 worrying, anxiety rapidly increases, as the individual perceives these somatic 
symptoms as dangerous. Sometimes anxiety becomes so intense it leads to panic attacks. 
Consequently, these symptoms are interpreted as evidence for not coping or losing control. 
Thus the individual does not feel that it is safe to discontinue type 1 worrying, as anxiety 
symptoms are indicative of a failure to cope. This obviously strengthens negative beliefs 
(Wells 2000).
According to Wells’ model, worry in GAD is maintained through several behavioural 
responses. These mainly consist of subtle forms of avoidance and safety behaviours. In type 1 
worry, the aim of behaviour may be to minimalise perceived dangers by avoiding threatening 
situations. For example, individuals who worry about being involved in a car crash may avoid
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motorways. In type 2 worry, the aim may be reducing the appraised dangers of worrying. 
These include avoiding worry triggers or attempting to terminate a series of worries by asking 
for reassurance. For example, an individual with GAD may ask regularly phone their 
children’s school to check that they had not been involved in an accident. Other behavioural 
responses include checking and behavioural self-control. However, the way in which these 
behaviours maintain worry is problematic in two ways. Firstly, avoidance of worry triggers 
means that positive beliefs about worry as a coping strategy are not challenged. Thus 
alternative coping strategies are not tested out. Secondly, behaviours such as reassurance 
seeking prevent disconfirmation of negative beliefs. Therefore, in the absence of new 
evidence, meta-worry and negative beliefs are sustained.
In addition to behavioural responses, thought control strategies are also thought to maintain 
the worry process. This happens in several ways. An individual may usually attempt to 
suppress worrying by trying not thinking about the topic of worry. For example, an individual 
who is worried about their marriage may try not to think about it while at work. These kinds 
of thought control strategies usually fail and compound negative beliefs about a perceived 
lack of control. Moreover, an individual rarely attempts to disrupt a series of worry once 
engaged in it. It is thought this is due to the influence of positive beliefs about worry as a 
coping strategy. Therefore negative beliefs regarding the uncontrollability and dangers of 
worry stay unchanged.
Evidence base for Wells’ Model
Several of central premises of this model have been tested in a number of studies. Wells and 
Carter (1999) examined the premise that meta-worry (type 2 worry) should be more closely 
linked to pathological worry independent of other worry. 140 non-patient subjects participated 
in the study. They each completed a questionnaire battery that included measures of type 1 
and type 2 worries and measures of pathological worry. Individual ratings of controllability of 
worry and how much worry was a problem were also assessed. After rigorous analysis, type 2 
worry was found to be a significant predictor of pathological worry despite the 
uncontrollability of worry and the content of type 1 worries. Based on these findings, the 
authors found support for their hypothesis that meta-worry is closely associated with 
pathological worry. Although this study does seem to have methodological strengths, the 
extent to which these results can be generalised and their clinical usefulness should be 
considered with caution due to its non-clinical sample.
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A second tenet of this model to be tested is the premise that positive and negative beliefs are 
closely associated with pathological worry. Wells and Papageorgiou (1998) investigated the 
relationship between meta-beliefs, pathological worry and obsessive-compulsive symptoms. 
120 non-patients completed a questionnaire battery measuring proneness to worry, beliefs 
about worry and self-reported obsessions and compulsions. Significant positive relationships 
were found between meta-beliefs, pathological worry and obsessive-compulsive symptoms. 
Further analysis revealed positive beliefs and negative beliefs about danger and 
uncontrollability were the only significant predictors of pathological worry. Moreover, the 
negative beliefs were the strongest. Again, the use of a non-clinical sample makes these 
relatively supportive findings difficult to generalise as an accurate reflection of worry in 
GAD.
Interestingly, Wells and Carter (2000) as citied in Wells (2000) have recently investigated a 
third premise of this model using a clinical sample. These authors hypothesised that GAD 
patients would show significantly higher levels of meta-worry and greater negative beliefs 
when compared to panic, social phobia and non-patient controls. Similar levels of positive 
beliefs were also predicted. Significant differences were found between GAD patients and the 
other three groups on both levels of meta-worry and negative beliefs. No significant 
differences were found on positive beliefs. As noted by Wells, these results provide strong 
evidence in support of his model.
Davis and Valentiner (2000) tested several central components of Well’s model. Firstly, that 
normal and pathological worry can be differentiated more by type 2 worry than by other 
factors. Secondly, that GAD patients would score highly on meta-worry and hold meta-beliefs 
about worrying. 175 student subjects participated in the study. They were categorised into 
three groups (GAD, non-worried anxious and non-anxious) according to their scores on the 
Generalised Anxiety Disorder Questionnaire (GAD-Q). These authors attempted to make their 
sample as clinically useful as possible by using criteria of the GAD-Q validated against a 
clinical interview. The participants were administered a battery of questionnaires to measure 
variables within the premises. Negative beliefs about the uncontrollability of worry and 
danger clearly distinguished GAD subjects from the other two groups. Evidence for the 
existence of positive beliefs about worry was also found in GAD subjects. However, these 
authors suggest only partial support for Wells’ model. This is due to the limitations of the self- 
report measures used in distinguishing GAD from other groups.
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It can be concluded that although the evidence for Wells model is somewhat supportive, it 
remains limited due to measurement and sample constraints. This therefore highlights the 
crucial need for more research using clinical subjects when testing a model for use in routine 
practise. However, these studies offer a firm starting point for the development of 
theoretically based approaches in the treatment of dysfunctional worry.
Treatment of Dysfunctional Worry 
Early treatment approaches
The best example of treatment approaches to dysfunctional worry can be seen in the treatment 
of GAD. Although it is one of the most prevalent of the anxiety disorders, GAD has proven 
difficult to treat successfully (Mahe & Balogh, 2000). Historically, the therapeutic 
intervention for GAD has been cognitive behaviour therapy (CBT). This has been found to be 
more effective than other psychotherapies (Durham, Fisher & Treliving, 1999) and 
pharmacological interventions have been described as unsuitable for long term use in GAD 
(Mahe & Balogh, 2000).
Many randomised controlled trials have assessed the effectiveness of psychological treatments 
for GAD. However, clinically significant outcomes have been moderate and relapse rates high 
(Wells, 1999). This is perhaps not surprising given the pervasive and chronic nature of the 
disorder. One reason for this lack of therapeutic success may due to a shortage of theory based 
treatments of GAD. There has only been one theoretically based controlled study of GAD to 
date.
Borkovec and Costello (1993) randomly assigned 55 patients meeting the strict diagnostic 
criteria for GAD to three treatments: CBT, applied relaxation (AR) and non-directive therapy 
(ND). The rationale underlying this study was an attempt to design a treatment intervention 
based on these authors knowledge of GAD processes. Both the CBT and the AR treatments 
were designed to target specific features of GAD. AR involved cue-controlled relaxation, 
differential relaxation and imagery techniques. CBT incorporated all AR procedures together 
with self-control procedures, cue detection and a brief form of cognitive therapy. Both CBT 
and AR were found to lead to equivalent levels of improvement, significantly more than the 
ND group. At 12 month follow up, CBT was found to be slightly more effective than AR at 
maintaining change. This type of evidence for long term change is particularly pertinent for 
GAD due to its high relapse rates. These results suggest that therapeutic interventions based 
on knowledge and theory of GAD can be effective in the long term.
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Building on this, Wells (1999) outlines a number of treatment implications for GAD. He 
argues that previous treatment approaches have used general CBT methods that have focused 
on maladaptive beliefs about threat and danger. These have been based on Becks cognitive 
theory and have been developed for other anxiety disorders. He suggests that these previous 
cognitive approaches have only focused on modifying type 1 worries. They have not 
attempted to modify meta-worry or beliefs about worry outlined in his cognitive model of 
GAD. He proposes that these meta-cognitive components cause and maintain dysfunctional 
worry and must be addressed to achieve lasting cognitive change. In an attempt to address 
some of these issues, Wells designed a treatment model based on his theoretical knowledge of 
GAD.
Wells (1995,1999,2000) Metacognitive Treatment of GAD
Wells (1995, 1999, 2000) designed an innovative form of metacognitive therapy for 
dysfunctional worry (GAD) based on his model. This treatment approach focuses on the 
modification of the individual’s beliefs about worry. It also aims build up an individuals’ 
range of methods for coping with perceived danger so they are not reliant on worry. An 
outline of this therapeutic approach is presented below.
Wells suggests that his treatment should follow a specific pattern. As in any cognitive 
intervention, a case first needs to be conceptualised. Before attempting this task, it is 
suggested that the aim of the initial assessment is to draw out negative metacognitions 
regarding uncontrollability and threat of worry. Several strategies are proposed which include 
self-report questionnaires such as the Generalised Anxiety Disorder Scale (GADS) and the 
Anxious Thoughts Inventory (AnTI). ‘Guided questioning’ regarding thoughts about the 
appraisal of worry. In addition, the ‘advantages/disadvantages analysis’ is proposed as a 
useful interview technique to elicit positive (advantages) and negative (disadvantages) of 
worrying.
A case formulation can then be constructed based on this information. This is usually done by 
asking the client to detail a recent episode of worrying. Socratic questions should be asked to 
identify the content of type 1 worry, including any triggers and emotional reactions to it. In 
particular, themes of typel worries need to be established. The nature of type 2 worries and 
related negative beliefs are then explored. In addition, avoidance and safety behaviours 
associated with type 1 and type 2 worries should be made explicit. Acknowledging their 
perceived meaning to the individual is an important way of accessing negative beliefs.
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Positive beliefs often seem emerge from the advantages of worry analysis and questionnaires. 
However, it is argued less emphasis is placed on positive beliefs during the early stages of 
assessment in order to keep the conceptualisation simple.
Once the conceptualisation is developed, it is proposed that treatment techniques are 
implemented. Again, it is argued by Wells that these should follow a particular sequence. 
‘Socialisation’ of the client into the cognitive model is one of first tasks of the therapist. This 
consists of educating the. client about the model and presenting the case conceptualisation in 
cognitive terms. The main aim of socialisation is to emphasis the importance of ‘worry about 
worry’ in the maintenance of their problem. It may be useful to convey this idea through 
differentiating normal worry from problematic worry in terms of the individual’s beliefs about 
worry. It is postulated that socialisation experiments are very effective in demonstrating the 
model. For example, tests of thought suppression have been used to illustrate how individuals 
sometimes fail to control their thoughts. These can show clients that control strategies lead to 
strengthening of negative beliefs about the uncontrollability of worry.
The next part of the therapy usually involves challenging type 2 worry and negative beliefs. 
This is the main goal of Wells’ treatment model and is what makes it unique from other types 
of intervention. A variety of ‘verbal reattribution’ techniques are proposed for this task. Wells 
argues that beliefs about uncontrollability are explored in the first instance. Therapist may 
attempt to challenge these beliefs by questioning the evidence for and against the 
uncontrollability of worry. The therapist may also ask the client to think of situations in which 
they were distracted or interrupted while worrying. This is designed to illustrate that if it is 
possible to disengage from worry is must be controllable. However, it is postulated that the 
client may not have experienced this due to their strong positive beliefs about the benefits of 
worry. Is it is often useful to normalise worry in an attempt to challenge negative beliefs. This 
may help the client realise that everyone worries and it does not lead to madness.
It is postulated that negative beliefs about uncontrollability can be tested out successfully 
through behavioural experiments. These mainly involve ‘worry postponement experiments’ 
whereby clients are asked to notice when they begin to worry and postpone it until a specified 
worry period later in the day. This technique has been adapted from the stimulus control 
approach developed by Borkovec, Wilkinson, Folensbee, and Lerman (1983). However Wells 
argues that because these stimulus control strategies restore control over worry, they 
strengthen negative beliefs about the need for worry control. Therefore they are not attempting
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to disconfirm negative beliefs about uncontrollability and the dangers of worrying. In contrast, 
Wells’ model highlights the importance of achieving this kind of belief modification.
Both verbal and behavioural methods are used to modify negative danger related beliefs. 
Verbal reattribution techniques can be used to question and provide evidence against such 
beliefs. For example, asking the client to describe exactly how an individual becomes 
mentally ill through worrying. Behavioural experiments may require an individual to try to 
‘lose control’ through worrying during a specified worry period.
Wells suggests that positive beliefs about worrying can be changed by weighing up the 
evidence and counter-evidence for the usefulness of worry. He also proposes ‘mismatch 
strategies’ that can be used to challenge the accuracy of worries. This involves a comparison 
of events in the worry situation as described by the client to the reality of what actually 
happened. These strategies question the usefulness of worries if they do not provide an 
accurate picture of the world. Other techniques proposed to modify positive beliefs include 
purposely increasing or decreasing worry to examine predicted effects on performance. These 
experiments aim to provide further evidence to disconfirm positive beliefs.
In the final stages of treatment, alternative ways of coping with danger are gradually 
developed. In short, positive outcomes and consequences to triggers of worry are created 
instead of negative ones. This known as a “strategy shift” (Wells, 1999 p94). Ways of 
preventing relapse are discussed and a summary is drawn up of what has been learned in 
therapy. The aim of this is provide the client with a description of important metacognitions 
and effective ways of dealing with worry.
Conclusion
In this essay I have only been able to consider discuss two theories of worry. Borkovec and 
colleagues (1983) theory of worry provided pioneering ideas into the concept. Although at 
best, there was only tentative support found for their underlying premises. Wells (1995,1999) 
built on these initial ideas to develop his theory of dysfunctional worry. It is clear that there is 
growing empirical evidence support for this theory as detailed in his model of GAD. Although 
this provides a firm foundation for the development of treatment approaches, further research 
is needed within a clinical population. This is essential if we are to advance our knowledge of 
the maintaining factors underlying this disorder and generalise this to clinical practice.
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Although Wells (1995,1999) has provided a starting point for the development of specific 
treatment approaches for GAD, there is a need for sound empirical evidence as to the 
effectiveness of this type of treatment. To date, there has only been one case study reported by 
Wells (1995) in support of this treatment approach. In particular, due to the chronic nature of 
GAD long term follow up studies are essential. These should provide evidence on 
maintenance of treatment effects necessary for any evaluation of clinical effectiveness. In 
addition, treatment approaches that achieve long term change will prove cost effective. This is 
requirement of treatment that cannot be ignored in an increasingly under resourced NHS.
To summarise, it is important to consider the divergences that exist between theory and 
practise in this area of worry research. Theories of worry have been developed to help 
increase our understanding of its dysfunctional role within anxiety disorders. However, this 
theoretical base has only recently been used inform treatment (Wells 1999). In the current 
NHS climate of evidence based practise and clinical effectiveness, it is vital that sound 
theoretical foundations underpin treatment methods. Moreover, this is a professional issue that 
needs addressing as treatment strategies are still being used with clients that are not based on 
research findings.
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PEOPLE WITH LEARNING DISABILITIES ESSAY
“Sexually abused and/or sexually abusing: what is the role of the clinical psychologist in 
working with people with learning disabilities who have been sexually abused or abuse
others?”
July 2001
Year 1
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Introdiiction
This essay shall attempt to provide an overview of the role of the clinical psychologist in 
working with people with learning disabilities who have been sexually abused. This is 
because the multifaceted nature of this role denotes only a brief discussion of each aspect 
here. The essay will consider working with those that have been sexually abused in both 
childhood and adulthood.
Before attempting to explore the role of the clinical psychologist, it is essential to examine 
what is understood by the term ‘sexual abuse’ in relation to people with learning disabilities. 
Surprisingly, it has been very difficult to define accurately and many wide ranging definitions 
have been used. Brown and Turk (1992) define sexual abuse as ‘when one person exposes 
his/her genitals or looks at or touches certain parts of another’s body (breasts, buttocks, thighs, 
mouth, genital or anal areas) for the purposes of gratifying or satisfying the needs of the first 
person...sexual offence may also include exposing one’s genital area to another person and/or 
compelling that person to look at or touch the above mentioned parts of the first person’s body 
when a barrier to consent is present for the second person’. The importance of providing a 
consistent definition has been emphasised to ensure all professionals develop a consistent 
response to the sexual abuse of this client group (Brown & Turk, 1992).
It has been postulated that an adequate definition of sexual abuse is vital for accurate research 
findings on its prevalence (Brown & Turk, 1994). These have been found to vary greatly 
across studies and are limited to abuse that has been disclosed or discovered (Turk & Brown, 
1993). Although specific prevalence figures appear to be dependent on the methodology used, 
research indicates that both men and women with learning disabilities are vulnerable to sexual 
abuse, particularly those with more severe or profound disabilities (Brown, Stein & Turk,
1995). Men with learning disabilities form the largest single group perpetrators, followed by 
members of staff. Women with learning disabilities are more likely to be victims of sexual 
abuse than men (Brown et al., 1995).
Recent acknowledgement of the high incidence of sexual abuse of people with learning 
disabilities has led to an examination of factors to explain their vulnerability. Brown and Turk
(1994) suggest that the prolonged denial of their sexual rights has led them to be viewed as 
unattractive, asexual and consequently not at risk of abuse. Inadequate sex education and 
limited sexual opportunities may have also increased their susceptibility (Allington, 1992). 
Specific characteristics of people with learning disabilities for example, their lack of
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assertiveness and acquiescence, poor communication skills and low self-esteem may mean 
they are more likely to be sexually exploited (Moss, 1998). In addition, increased dependency 
on others for personal care tasks may result in confusion over the ‘ownership’ of their bodies 
that spills over into sexual relationships (Allington, 1992). These issues have important 
implications for the role of the clinical psychologist in the prevention of sexual abuse.
The essay will begin by examining the role of the clinical psychologist in working with people 
with learning disabilities. It will then explore the main aspects of the role in working with 
people who have been sexually abused, assessment, intervention, prevention and evaluation. 
Lastly, it will aim to reach conclusions regarding the future role of the clinical psychologist in 
this area and the divergences that exist between theory and clinical practice.
The Role of the Clinical Psychologist in Learning Disabilities
Generally, the role of the clinical psychologist is a diverse one and exists at many different 
levels (Marzillier & Hall, 1999). This is particularly evident in working with people with 
learning disabilities as they are involved with complex systems of support (Clegg, 1993). 
Clinical psychologists work with this population includes assessment, intervention both 
directly with individuals or groups, and indirectly with staff teams, families or carers 
(Marzillier & Hall, 1999). Other aspects of their role include working in a preventative way 
through providing consultancy and training to other professions, and applying their 
knowledge to inform service and national policy development (British Psychological Society 
(BPS), 1998). Clinical psychologists draw upon a broad range of psychological theories to 
inform interventions, which are continually developed and evaluated through research to 
ensure that their knowledge is evidence based (BPS, 1998). The first part of the clinical 
psychologist’s role to be examined is in the assessment and identification of sexual abuse.
Assessment/Identification of Sexual Abuse
Clinical psychologists often have a role within a multidisciplinary investigation following 
suspicions or allegations of sexual abuse (ARC/NAPSAC, 1993). The purpose of the 
investigation is to determine whether or not the abuse has occurred and examine any ongoing 
risks. Identifying sexual abuse with people with learning disabilities can be difficult, as is not 
always disclosed in an obvious way (Fenwick, 1994). Poor communication skills within this 
population may lead the emotional distress of sexual abuse being expressed non-verbally 
(Moss, 1998). Behavioural changes reported as a consequence of sexual abuse within this 
population support this hypothesis (Mansell, Sobsey & Calder, 1992).
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Issues of consent are central to this investigation process. More specifically, whether the 
person did give their consent and whether they had the capacity to do so (Brown & Turk, 
1992). A major part of the clinical psychologist’s role in an investigation of sexual abuse is 
the assessment of capacity to consent. This involves gathering information about individual’s 
sexual knowledge, understanding of sexual behaviour and the possible consequences of sexual 
acts (Brown & Turk, 1992). In addition, to explore whether the individual was able to assert 
their choice freely and without pressure. Identifying possible ‘barriers to consent’ that include 
power imbalances within the sexual relationship, such as a care taking relationship, a familial 
relationship or use of force are also important (Brown & Turk, 1992). However, it should be 
noted that these issues do not apply to people with severe learning disabilities, as they are 
considered to be not able to give their consent to sexual relations under the Sexual Offences 
Act (1956) (Gunn, 1996).
Once sexual abuse has been discovered or disclosed, a comprehensive assessment should be 
conducted to inform appropriate treatment methods (Moss, 1998). This should allow an 
exploration of the clients understanding of the abuse, the symptoms they are experiencing and 
their communication skills (Fraser, 1997). Other aspects of the assessment include their 
expectations and understanding of therapy, ability to use the therapeutic relationship, and the 
support networks available to them while undertaking this work (Fraser, 1997). The 
assessment may indicate that both direct and indirect interventions are necessary to address 
issues of sexual abuse at a number of different levels (Moss, 1998). These interventions will 
now discussed in turn.
Intervention
Direct therapeutic work with individuals
In considering individual therapy with people with learning disabilities who have been 
sexually abused, there is a dearth of psychological theories and research that inform this 
practice. Traditionally, emotional difficulties within this population have been treated by 
behavioural and pharmacological approaches rather than ‘talking therapies’ (Waitman & 
Conboy-Hill, 1992). More recently however, psychodynamic methods have been adapted for 
people with learning disabilities and used in working with those who have been sexually 
abused (Sinason, 1992). These have been found to be particularly useful with those with 
limited language skills, as the therapist is able to access client’s thoughts and feelings through 
transference interpretations (Sinason, 1992).
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Corbett, Cottis and Morris (1996) describe a psychodynamic model of intervention for 
learning disabled survivors of sexual abuse. In this model, the therapist adopts four ‘Advocate 
Roles’, which form the basis of the therapeutic relationship. These provide containment and 
expression of feelings of anger, guilt, sadness, fear and powerlessness that arise as a 
consequence of the abuse. The ‘advocate witness’ hears the sexual abuse, enables the client to 
recognise it and aims to prevent further denial. The ‘advocate protestor’ verbalises that the 
sexual abuse was wrong and not their fault, and aims to prevent further secrecy and feelings of 
guilt. The ‘advocate nurturer’ provides safety, warmth and acceptance and aims to improve 
low self-esteem. The ‘advocate translator’ aims to make sense of the experience of sexual 
abuse to enable them to assimilate it. These roles highlight the value of listening and ‘being 
there’ as an effective intervention, which is often an alien experience for people with learning 
disabilities (Domey, 1999). Clinical evidence indicates this is an effective form of therapeutic 
intervention (Corbett et al., 1996), however, it has not yet been tested empirically.
A number of core issues have emerged from the literature that requires important 
consideration in this type of individual therapy. Working with these issues at a deeper level 
has been suggested as the key to facilitating effective therapeutic change (Corbett et al., 
1996). Although these factors are common to many survivors of sexual abuse, they become 
more complex when experienced by people with learning disabilities (Mansell et al., 1992). 
This is because the trauma of sexual abuse is thought to re-evoke earlier emotional trauma that 
they have experienced in their lives, and these issues become deeply enmeshed (Sinason, 
1992). Some of these core issues are explored below.
Core issues
Corbett et al. (1996) describes ‘Damaged Goods Syndrome’ as a core issue specific to this 
population, characterised by feelings of being imperfect, damaged or different. Stokes and 
Sinason (1992) recognised this psychological trauma associated with having a learning 
disability. They suggested it develops as the result of internalisation of negative emotional 
reactions of parents towards the loss of a healthy child and the death wish from society. 
Individuals learn to cope with this trauma through the development of a ‘secondary handicap’, 
in which the original learning disability is further exaggerated to defend against the trauma of 
the disability itself (Stokes & Sinason, 1992). This ‘secondary handicap’ is used as a defence 
against the trauma and painful feelings of sexual abuse (Sinason, 1992). Separating the 
original trauma of the disability from the damage caused by the sexual abuse is extremely 
difficult (Sinason, 1999). Emphasis is placed on working to resolve both types of trauma in 
individual therapy (Corbett et al., 1996).
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Issues of attachment and loss are intrinsic in any individual therapy with people with learning 
disabilities. Most of this client group experience multiple attachment and losses in their lives, 
often by care staff and professionals (Clegg & Landsall-Welfare, 1995). The experience of 
sexual abuse becomes another broken attachment relationship, despite it being abusive 
(Corbett et al., 1996). They suggest this can lead to an inability to trust due to fear of future 
abandonment and feelings of anger. They also highlight the significance of loss following 
sexual abuse, for example, loss of normality, their home or childhood. Similar issues of loss 
have also been noted as a consequence of child sexual abuse in people without disabilities 
(Cahill, Llewelyn & Pearson, 1991). It is suggested that a mourning process is used with 
clients to conceptualise and address thoughts and feelings resulting from these losses (Corbett 
et al., 1996). This model of trauma can provide carers with a useful understanding of the 
recovery process (Moss, 1998).
Issues of powerlessness are central to experiences of sexual abuse and being born with a 
learning disability. Prolonged oppression and stigmatisation by society coupled with an acute 
sense of difference has led people with learning disabilities to feel devalued, disempowered 
and worthless (McCarthy, 2001). Powerlessness and stigmatisation have been identified as 
two of the ‘traumagenic dynamics’ used to explain the consequences of sexual abuse 
(Finklehor & Browne, 1985, citied in Fenwick, 1994). The experience of being sexually 
abused compounds and amplifies these feelings, further eroding their low self-esteem 
(Sinason, 1992). It has been argued that a sense of value and empowerment in people with 
learning disabilities is fundamental to their recovery from sexual abuse (Corbett et al., 1996). 
However in individual work, the therapeutic relationship itself is an example of an unequal 
power relationship. Issues of powerlessness may be addressed more successfully through 
group work as it provides a more validating peer experience (Millard, 1994).
Direct therapeutic work with Groups
Few authors have examined therapeutic group work that directly addresses the consequences 
of sexual abuse. Millard (1994) discussed the experiences of one women’s group on sexuality 
and sexual abuse. The group consisted of nine women with moderate learning disabilities, 
which ran for a period of two years. Its initial aims were to provide a group process that 
created a sense of empowerment and control, and also practical information including sex 
education. During the course of the group there were several disclosures of sexual abuse that 
were worked thorough therapeutically. These were addressed by creating safe and containing 
environment that held but allowed the sharing of painful feelings. Emphasis was placed on 
recognising women’s strengths, to neutralise feelings of powerlessness they felt as a result of
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the abuse. These findings provide initial support for a group approach in creating a 
qualitatively empowering experience for women with learning disabilities. Unfortunately, it is 
difficult to draw reliable conclusions regarding its effectiveness, as there were no quantifiable 
measures of outcome used in this study.
Barber, Jenkins and Jones (2000) conducted a more empirical evaluation of a therapeutic 
group intervention. They examined a sexual abuse survivors group for seven women with 
mild and moderate learning disabilities, who attended for a total of ten weekly two hour 
sessions. The group’s aims were to gain improvements in women’s empowerment, 
assertiveness and self-identity utilising a person centred approach. Outcome indicators 
included adapted measures of self-esteem and assertiveness, conducted at pre and post group 
intervention and at twelve week follow up. Some improvements in self-esteem and 
assertiveness were found, however these improvements were not maintained at follow up. 
These findings provide some evidence for effectiveness of this type of intervention. However, 
further research focused on improving its long-term effects is essential if it is to be beneficial 
to people with learning disabilities.
In summary, there is little empirical research to inform direct individual and group 
interventions for people with learning disabilities who have been sexually abused. Clinical 
psychologist’s remain dependent on limited amount of psychological knowledge, that has 
mainly been derived from single cases studies and lacks evidence of efficacy. Moreover, 
group interventions have almost exclusively concentrated on women with learning disabilities, 
which have marginalised the experiences of men. This therefore highlights the crucial need 
for equitable clinical effectiveness research with both genders, in an attempt to ensure that the 
direct therapeutic work with this population is based on sound empirical treatment methods.
Indirect work with carers/families
Part of a clinical psychologist’s role in working with people with learning disabilities who 
have been sexually abused may involve support of the carers themselves (Kilbane, 1998). 
Coping with the emotions and behaviour of a person with learning disabilities following 
sexual abuse may be difficult. This is partly due to the wide-ranging consequences that can 
include depression, sexualised behaviour, self-injury, sleeping problems and nightmares 
(Corbett et al., 1996). Moreover, the carers may need support in managing their own 
emotional reactions to the abuse. The role of the clinical psychologist may involve providing 
consultancy to other multidisciplinary team members to enable them to offer specialist 
support (Kilbane, 1998). This may help preserve role singularity.
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Prevention
In addition to intervention, a clinical psychologist is concerned with prevention of 
psychological problems (BPS, 1998). The unique dynamics of sexual abuse experienced by 
people with learning disabilities make this an important area of work. It frequently occurs in 
the context of an ongoing relationship and many people experience ‘re-victimisation’ (Brown 
et al, 1995). Consequently, the role of the clinical psychologist includes the prevention of such 
continuing patterns of abuse. Prevention strategies operate at a number of levels, including sex 
education and self-protection skills training with individuals and groups, staff training and 
policy development. Clinical psychologists have a role at all these levels, each of which will 
now be explored in detail.
Direct work with individuals and groups 
Self Protection Skills Training
It has been well documented that people with learning disabilities often act passively and 
acquiesce in an attempt to please others (McCarthy, 2001). Equipping them with ‘self 
protection’ skills has been suggested to reduce their vulnerability to sexual abuse (Singer, 
1996). Typically, training in this area has consisted of group work focused on improving 
decision-making skills and assertiveness skills through role-play situations. However, 
evaluation of these prevention programmes has revealed that people with learning disabilities 
experience great difficulty generalising the skills learnt in training to real life situations 
(Singer, 1996).
A study by Miltenberger, Roberts, Ellingson, Galensky, Rapp, Long and Lumley (1999) 
attempted to address these shortcomings. They carried out a ten week training programme in 
sexual abuse prevention skills for five women with mild and moderate learning disabilities. 
Training consisted of both role-play and ‘in situ’ work, which attempted to correspond to the 
natural environment. Pre and post training assessments were undertaken that included 
examining their knowledge and skills in hypothetical situations of sexual abuse, which was 
repeated at a one month follow up. Results indicated that some sexual abuse prevention skills 
had been learnt, however these did not generalise fully to the ‘in situ’ assessments. This study 
attempted to address some of the difficulties in this area of work, although is was limited due 
to its small and biased sample. Future research involving carers that practice these skills with 
clients outside of sessions may improve the success of self-protection skills training. In 
addition, more research examining its long-term effectiveness is required.
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Sex education
Sex education for people with learning disabilities has long been highlighted as an important 
factor in sexual abuse prevention (Sobsey & Mansell, 1990). Although research evidence 
claims that such programmes are effective in increasing sexual knowledge (Lindsay, 
Bellshaw, Culross, Staines & Michie, 1992), we are still left to question their effectiveness in 
preventing sexual abuse. Research examining the real sexual experiences of people with 
learning disabilities has however provided valuable insight into the dynamics of sexual abuse 
that can inform prevention.
Negative feelings towards sexuality are common to both men and women with learning 
disabilities (McCabe & Cummins, 1996; McCarthy & Thompson, 1997). Their sexual 
relationships are frequently characterised by lack of intimacy and sexual abuse (McCarthy, 
1999; Thompson, 1994). Research indicates that the gender of people with learning 
disabilities strongly affects their power in sexual encounters. Women experience little control 
in sexual relationships, adopt a passive role and do not receive or expect sexual pleasure 
(McCarthy, 1999). It has been suggested that accepting these conditions is the price women 
pay for sexual relationships with men that provide social status and self esteem (McCarthy & 
Thompson, 1996). Conversely, men have described ‘anatomical’ sexual experiences that are 
focused on satisfaction of their own sexual needs and are irrespective of the gender of their 
partner (Thompson, 1994). Consequently, these gender differences mean women rarely 
experience control in sexual encounters, while men’s position of power varies depending on 
who their partner is (McCarthy & Thompson, 1996).
This research highlights the crucial role social factors play in the sexual abuse of people with 
learning disabilities. However it is important to consider these findings in the context of sex 
education. Biological aspects of sexuality are usually its main focus and it locates sole 
responsibility with the individuals to protect themselves from abuse (McCarthy, 1999). 
Consequently, sex education disregards the wider social context in which sexual abuse occurs 
(McCarthy & Thompson, 1996). Challenging men’s power in sexual encounters and their 
abuse of it is fundamental to sexual abuse prevention (Thompson, 1994). In addition, more 
emphasis on women’s sexual pleasure and expectations is needed to empower them 
(McCarthy & Thompson, 1996). Clinical psychologists can use their positions of power to 
promote such changes within sex education and ensure that such programmes address the real 
sexual experiences of people with learning disabilities. However, sex education and skills 
teaching is only one way of preventing abuse. The primary responsibility for the prevention of 
sexual abuse lies with learning disability staff, management and organisations.
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Indirect work with staff teams
Research indicates sexual abuse is most frequently identified through the client’s own 
admission (Brown et al, 1995). This has important implications for staff groups working with 
people with learning disabilities, as they are mostly likely to hear such disclosures (Hames,
1996). Consequently, an essential part of a clinical psychologist’s role is to provide training to 
ensure staff teams have an awareness of the vulnerability of people with learning disabilities 
to sexual abuse. Issues to be addressed include appropriate responses to disclosure, 
recognition of the possible indicators of abuse, reporting procedures and accessing adequate 
support for clients. In addition, an examination of staff attitudes towards sexuality of people 
with learning disabilities is an important indicator as to whether they will follow guidelines in 
practice (Thompson & Brown, 1997). Training should involve staff of both genders as 
research suggests that men are frequently under represented on sexuality and sexual abuse 
courses (Brown, Hunt & Stein, 1994).
Hames (1996) investigated the effectiveness of training on knowledge and attitudes of 
learning disability workers towards sexual abuse. Issues addressed included possible 
indicators of abuse, action to be taken to protect themselves and clients from abuse. Three 
training sessions were held at three different day centres, one of which was following an 
allegation of abuse by a service user against a member of staff. The numbers of staff members 
that attended each session varied. Knowledge and attitudes were measured by a questionnaire 
administered at the beginning and end of each training session. In line with previous research 
findings, the majority of staff were already aware of the increased vulnerability of people with 
learning disabilities to sexual abuse (Brown et al., 1994). Unfortunately, the finding that this 
improved with training may have been attributable to chance as no statistical analysis was 
used to examine the results. Comparison of levels of reported abuse and attitudes of staff who 
had and had not received training conducted at a follow up phase would have been useful.
An important finding to note from Hames (1996) study is the difficulties experienced by staff 
in changing their attitudes towards risks of sexual abuse posed by other staff members. Strong 
counter transference reactions that are evoked by sexual abuse may explain these findings 
(Corbett et al., 1996). This has important implications for staff teams ability to report abuse 
and needs to be sensitively addressed in their training and ongoing practice. In general, these 
research findings provide some evidence to indicate that staff groups are knowledgeable in 
this area. Further research is needed to evaluate the effectiveness of staff training and its 
usefulness in clinical practice. However, protective legislation and polices on sexuality and 
sexual abuse are an essential supplement to these training programmes.
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Indirect work at a policy level
It is recommended that specific guidance regarding roles and responsibilities in dealing with 
sexual abuse incidents are made clear to all levels of staff within learning disability services 
(ARC/NAPSAC, 1993). This includes ensuring that services are co-ordinated and monitor 
sexual abuse issues effectively. However, recent research has emphasised a lack of clarity 
regarding sexual abuse policies and procedures (Brown et al., 1994). As a result, the role of 
the clinical psychologist may extend to providing consultancy to organisations to ensure that 
particular sexual abuse guidelines are place. More importantly, they may need to place these 
in context of wider sexuality polices that balance the sexual rights of people with learning 
disabilities with risks of abuse (McCarthy & Thompson, 1996). Sexuality policies in services 
should address the provision of sexuality support as a measure of good practice in the 
prevention of sexual abuse (McCarthy, 1999). Although, currently there is little evidence to 
suggest that such policies will be implemented in practice.
Murray, MacDonald, Brown, and Levenson (1999) examined the usefulness of formal 
sexuality polices by comparing them to actual staff practice, in relation to the sexual activities 
of clients. One hundred and seventy eight staff from NHS, social services and the private and 
voluntary sector completed questionnaires on attitudes toward client sexuality and about their 
organisations formal policies. Results showed that 56% of participants reported that their 
interactions with clients were not influenced by formal policies. The authors conclude that 
these policies were not specific enough to address the diversity of real life situations and did 
not provide practical guidance for staff. These findings provide some support for the need for 
sexuality and sexual abuse policies to be properly disseminated to frontline staff. However, it 
is difficult to generalise these findings due to the lack of knowledge about non-respondents. 
More robust research is required to evaluate further the effectiveness of such polices in 
preventing the sexual abuse of people with learning disabilities.
In summary, clinical psychologists have a central role to play in empowering people with 
learning disabilities to make more choices about their sexual lives and to speak out against 
abuse (McCarthy & Thompson, 1996). However, they may be more effective in the long term 
working with purchasers to develop models of service provision that genuinely implement 
principles of normalisation and social role valorisation to encourage empowerment in all 
aspects of their lives (McCarthy & Thompson, 1996). This could involve more self-advocacy 
projects to promote choice and control. In addition, improved work opportunities that increase 
self-esteem and assertiveness, may provide for fuller and more independent lives for people 
with learning disabilities.
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Evaluation of Evidence Base
The role of the clinical psychologists in working with people with learning disabilities who 
have been sexually abused has to include an evaluation of the psychological knowledge and 
theories that inform this area of clinical practice. This is one of the unique aspects of the 
clinical psychologists’ role that makes them distinct from other health professionals (BPS, 
1998). In terms of individual therapeutic work, Sinason’s (1992) psychodynamic methods are 
innovative and serve to reduce the ‘therapeutic disdain’ that has existed towards people with 
learning disabilities for so long (Bender, 1993). Unfortunately, it is difficult to generalise from 
this work as it was based a small number of single case studies and has not been tested 
empirically. More recently, psychodynamic work by Corbett et al. (1996) is still reliant on 
similar clinical findings as a measure of their efficacy. Outcome research on the clinical 
effectiveness of this type of psychotherapy with people with learning disabilities remains 
inadequate (Beail, 1995). In addition, adapting cognitive behavioural approaches for use with 
this population has been suggested (Moss, 1998), however this has not been empirically 
evaluated.
It is clear that there is growing empirical support for the use of indirect approaches in the 
prevention of sexual abuse with this client group (McCarthy & Thompson, 1996). However, 
most research in this area remains reliant on clinical findings, as properly designed research 
trials are rare. Serious attention needs to be paid to examining the aspects of change inherent 
in this work and those factors that predict positive outcome. These may then become the focus 
for more empirical outcome research that can inform clinical practice. More longitudinal 
research is needed to examine the effectiveness of proactive approaches in the prevention of 
sexual abuse within this population. This should include research investigating the long-term 
effectiveness of the treatment methods used with the main perpetrators, men with learning 
disabilities (Thompson & Brown, 1997).
In an evaluation of the psychological theories and knowledge in this area, the divergences that 
exist between with clinical practice are overwhelming. Theoretical treatment models do not 
exist as they do in other areas of clinical psychology and empirical outcome research is scare 
(Corbett et al., 1996). Consequently, the development of a body of knowledge that is 
grounded in evidence is central to the future role of the clinical psychologist in working with 
people with learning disabilities who have been sexually abused. The existing knowledge base 
can be seen as a reflection of the devalued cultural view of people with learning disabilities 
that appears to have permeated clinical psychology. This is compounded by the provision of 
treatment strategies to this client group that are not proven to be effective.
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Conclusion
This essay has only been able to briefly discuss each aspect of the role of the clinical 
psychologist in working with people with learning disabilities who have been sexually abused. 
However, many of the issues raised relate more widely to the lives of this client group and 
require further consideration. Continued societal oppression and stigmatisation has left people 
with learning disabilities with a devalued status, intrinsic low self-worth and lack of gendered 
identity. Abusive sexual encounters can be viewed as an attempt to compensate for many of 
the needs created by society, as they provide valued social status both as a sexual partner and 
as an adult (Bums, 2000). Understanding and accepting the sexual experiences of men and 
women with learning disabilities within this broader social and cultural context provides a 
starting point for effective methods of sexual abuse prevention.
Culturally, the prevention of the sexual abuse of men and women with learning disabilities 
centres on the need to afford them with a positive and valued identity. Clinical psychologists 
have a key role in this area. Early intervention with non-disabled children in schools may 
address and prevent stigmatisation of people with learning disabilities in the long term. 
Positive sex education for children with learning disabilities may enable them to develop a 
valued sexual and gendered identity (McCarthy, 1999). Positively raising societies awareness 
of people with learning disabilities is also supported by recent government policy. ‘Valuing 
People’, the new NHS strategy to inform service provision highlights rights, independence, 
choice and inclusion as key principles of the lives of people with learning disabilities (NHS, 
2001). This encompasses many of the changes needed to provide this client group with 
increased opportunities to develop more fulfilling and valued lives.
In professional terms, it is important to acknowledge the paucity of research in this area of 
clinical practice. The development of theories and models that are particularly focused on the 
emotional lives of people with learning disabilities will inform and endorse therapeutic 
intervention. In addition, more outcome research investigating the clinical effectiveness of 
treatment methods will demonstrate the value of this client group within the profession of 
clinical psychology. Furthermore, these changes may address some of the social and 
professional issues faced by clinical psychologists in working with people with learning 
disabilities who have been sexually abused.
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CHILD, ADOLESCENT AND FAMILY ESSAY
“Anxiety disorders in childhood are fundamentally different from anxiety disorders in 
adulthood. Discuss with reference to the theoiy and treatment of two anxiety disorders.”
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Introduction
This essay shall attempt to discuss whether anxiety disorders in childhood are fundamentally 
different from anxiety disorders in adulthood. It will discuss this with reference to the theory 
and treatment of two anxiety disorders, obsessive-compulsive disorder (OCD) and panic 
disorder (PD). This essay will follow the majority of research in this area and consider these 
disorders jointly in children and adolescents (18 years or younger) unless otherwise specified. 
Similarly, it will not discriminate between PD with and without agoraphobia.
Before attempting this task, it is essential to define the characteristics of each disorder. OCD 
is described as diagnosable if either obsessions or compulsions are present (American 
Psychiatric Association, (APA), 1994). Obsessions are defined as ‘recurrent and persistent 
thoughts, impulses or images that are experienced as intrusive and inappropriate and cause 
marked anxiety or distress’ (APA, 1994). They are described as ‘ego-dystonic’ or a product of 
ones own mind (APA, 1994). Compulsions are defined as ‘repetitive behaviours (e.g. hand 
washing, ordering or checking) or mental acts (e.g. praying, counting, repeating words 
silently) that the person feels driven to perform in response to an obsession’ (APA, 1994). 
Compulsions are aimed at reducing distress or preventing a dreaded event (APA, 1994). 
Obsessions and compulsions should be time consuming or significantly interfere with daily 
functioning (APA, 1994). In addition, the individual has to recognise that the obsessions and 
compulsions are excessive and unreasonable, although this criteria does not apply to children 
(APA, 1994). In the adult population, the prevalence of OCD is 1-2% (Hohagen & Berger, 
1998) and this is equally distributed between genders (Rasmussen & Eisen, 1992).
PD is described as diagnosable if individuals experience recurrent, unexpected panic attacks 
(APA, 1994). Panic attacks are defined as ‘a discrete period of intense fear or discomfort’ in 
which four or more symptoms rapidly occur within a ten-minute period (APA, 1994). Panic 
symptoms include palpitations, sweating, trembling, breathlessness, feeling of choking, 
nausea, dizziness, fear of losing control or going crazy and fear of dying (APA, 1994). 
Although panic attacks can occur in other disorders, a key diagnostic feature of PD is that an 
individual experiences at least two unexpected panic attacks, which happen “out of the blue” 
(APA, 1994). In the latter course of the disorder however, it is not uncommon for some panic 
attacks to be situationally predisposed (APA, 1994). In addition, individuals with PD and 
agoraphobia are able to identify specific situations likely to trigger panic attacks and avoid 
them (Clark & Ehlers, 1993). In the adult population, the lifetime prevalence of PD is 
approximately 1.5% and it is more prevalent in females (APA, 1994).
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The focus of this essay will be on examining whether differences exist in the theory and 
treatment of OCD and PD in adults and children. The essay will begin by exploring possible 
differences between adults and children in the theory and treatment of OCD. It will later 
examine possible differences between adults and children in the theory and treatment of PD. 
Lastly, it will aim to reach conclusions regarding the fundamental nature of any differences 
found and the divergences that exist between theory and clinical practice.
Obsessive-Compulsive Disorder (OCD)
Obsessive-Compulsive Disorder in Adults
Salkovskis (1985) proposes a cognitive-behavioural model of OCD in adults that incorporates 
early behavioural theories within a cognitive framework. The theory suggests that OCD 
occurs when normal intrusive thoughts are appraised as an indication that the individual may 
be responsible for harm or its prevention (Salkovskis, Forrester & Richards, 1995). A 
fundamental underlying premise of this model is that ‘there is an inflated belief in the 
probability of being the cause of serious harm to others or self, or failing to overt harm where 
this may have been possible’ (Salkovskis, 1985). According to the theory, it is this appraisal 
of responsibility for harm that leads to both anxiety and the drive to take corrective action. 
This action involves either attempted suppression of the intrusive thought or compulsive 
behaviours aimed at alleviating distress and/or preventing the occurrence of the dreaded event 
(Salkovskis, Forrester & Richards, 1995). It is argued that compulsive behaviours can increase 
the likelihood of intrusions and the individual’s perception of responsibility (Salkovskis, 
Forrester & Richards, 1995). This leads to a vicious cycle of obsessions and compulsions, 
which serves to maintain the disorder (Salkovskis, Forrester & Richards, 1995).
This cognitive-behavioural theory of OCD has a strong evidence base with wide ranging 
empirical support for its underlying premises. Experimental investigations have demonstrated 
links between the concept of perceived responsibility and compulsive behaviours (Ladouceur 
et al., 1995). Research examining thought suppression is also consistent with the cognitive- 
behavioural model (Salkovskis & Campbell, 1994). Furthermore, this theory has led to the 
development of a cognitive-behavioural treatment approach to OCD in adults.
Cognitive-behaviour therapy (CBT) based on this model has become the psychological 
treatment of choice for adults with OCD (March, 1995). Its aim is to reduce the perceived 
threat of the obsessions by modifying dysfunctional responsibility beliefs (Salkovskis, 1996). 
CBT generally involves cognitive restructuring, exposure and response prevention (ERP). 
ERP consists of exposing an individual to situations likely to trigger the obsession and then
47
not allowing them to engage in compulsive behaviour to reduce anxiety (Clark, 2000). Prior to 
the emergence of CBT, ERP was the most widely used treatment method for OCD in adults. 
Therefore CBT has limited systematic evaluation of its effectiveness, as it is a relatively new 
treatment approach (Clark, 2000). Indeed, there have only been two controlled trials published 
in the literature, both of which supported the use of CBT for OCD in adults (van Oppen et al., 
1995; Freeston et al., 1997). Despite its limited outcome data, CBT for adulthood OCD has 
been widely accepted mainly because of the efficacy of its large ERP component (Clark, 
2000; Abramowitz, 1998). . This essay will now examine if the theory and treatment of OCD in 
children differs from that of adults outlined above.
Obsessive-Compulsive Disorder in Children
It is fairly well established that there is a ‘striking similarity’ between the presentation of 
OCD in children and adults (Swedo et al., 1989). However, significant differences have been 
highlighted between the disorder in childhood and adulthood (Geller et al., 1998). In contrast 
to adults who demonstrate an equal gender distribution of the disorder, more males are likely 
to be affected by childhood OCD than females (Hanna, 1995). In terms of familiar 
contribution, higher rates of first-degree relatives of children with OCD have the disorder 
compared to adults (Pauls, Alsobrook, Goodman, Rasmussen & Leckman, 1995). 
Furthermore, childhood OCD has high comorbidity with disruptive behaviour disorders and 
specific developmental disorders, in addition to anxiety and mood disorders characteristic of 
adulthood OCD (Pigot, L’Heureux, Dubbert, Berstein & Murphy, 1994). These differences 
have therefore led some researchers to question whether childhood OCD is a ‘developmental 
subtype’ of the disorder in adulthood (Geller et al., 1998).
More interesting to note, however, are the differences that exist between OCD in children and 
adults due to the developmental limitations of children (Piacentini, 1999). Younger children 
are less likely to report obsessions and so compulsions alone are more common in children 
than in adults (Shafran, 1998). It is argued that this is due to the limited cognitive 
development of younger children, which makes them less able to identify and articulate their 
own thoughts and obsessions (Piacentini, 1999). In addition, it is suggested that younger 
children may find obsessions too frightening, confusing or embarrassing to disclose (Riddle, 
1998). This may explain why younger children are less likely to view their symptoms as 
excessive or unreasonable and are frequently described as having less insight into their OCD 
than adults (Geller et al;, 1998). Finally, as children are much more influenced by their 
environment than adults, they are more likely to involve other family members in their rituals 
(Riddle, 1998). This can lead to heightened levels of family conflict (Piacentini, 1999).
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Differences between childhood and adulthood OCD appear to have extended to theories 
regarding its development and maintenance (Shafran, 2001). Moreover, theories of OCD in 
childhood and adulthood are fundamentally different. In adults, OCD is theoretically 
conceptualised within the cognitive-behavioural model described earlier (Salkovskis, 1985). 
Despite its strong empirical support, it remains unknown why this theory has not been applied 
to children (Shafran, 1998). Conversely, childhood OCD has been largely considered within 
several neuropsychiatric models (Schultz, Evans & Wolff, 1999). This is due to research 
findings that have linked neurological deficits and abnormal immune responses to infections 
to OCD in children (Swedo et al., 1998). Although neuropsychiatric theories of OCD in 
children are still in their infancy, they have been accepted by leading researchers in this area 
and have important implications for treatment (Shafran, 2001).
As in adults, CBT is described as the psychotherapeutic treatment of choice for children with 
OCD (Wolff & Wolff, 1991). However, this is surprisingly inconsistent with the theoretical 
basis of childhood OCD that considers it within a neuropsychiatric framework. March, Mule 
and Herbel (1994) have attempted to incorporate both of these approaches in a CBT treatment 
protocol for OCD in children. Furthermore, this places the disorder within a neurobehavioural 
framework by providing a medical explanation of OCD as ‘brain hiccups’, and using CBT to 
teach children coping strategies for resisting it (March & Mule, 1998). Despite its theoretical 
inconsistencies, the CBT described in this treatment package has been the most widely 
researched to date (March, 1995). It is largely derived from adult treatment approaches with 
some slight modifications. Differences between CBT for OCD in children and adults will now 
be discussed in turn.
One of the most fundamental differences between the CBT for childhood and adulthood OCD 
is the focus of the two approaches. In adults, the aim of CBT is to specifically modify the 
appraisal of intrusive thoughts in terms of responsibility for harm (Salkovskis, 1996). 
Conversely, the CBT described by March (1995) for children does not explicitly address these 
dysfunctional thought processes (Shafran, 1998). Furthermore, the cognitive component of 
this CBT for children appears limited and it is predominately a behavioural (ERP) approach. 
March (1995) proposes that his treatment package involves cognitive restructuring to ‘boss 
back OCD’, positive ‘self-talk’ and ‘externalising’ the OCD. He suggests that these cognitive 
techniques facilitate children’s compliance with the exposure and response prevention aspects 
of treatment (March et al., 1994). However, it is unknown what aspects of childhood OCD 
these cognitive methods are addressing, as this treatment is not derived from any theoretical 
model. In stark contrast to the strong theoretical foundations of CBT for OCD in adults, CBT
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for children is not grounded in empirical knowledge that is evidence based. This appears to be 
due to a lack of research with children on which to base cognitive-behavioural theories and 
test their underlying premises.
In addition to the cognitive components, there are notable differences between the behavioural 
aspects of CBT for children and adults with OCD. Similar to adults, exposure with response 
prevention (ERP) is the main behavioural technique used to treat OCD in children (March, 
1995). However, as children tolerate anxiety less well than adults the pace of ERP is usually 
more gradual and more under the child’s control (March & Mule, 1998). As children are 
often more activity orientated, it is suggested that a pictorial ‘fear ladder’ be used to construct 
the graded fear hierarchy (March & Mule, 1998). Furthermore, as children are more orientated 
in the present than adults, they may be less motivated to engage in treatment which is likely to 
be anxiety provoking for some fiiture gain (Piacentini, 1999). Therefore, children may require 
additional reinforcement such as small tangible rewards to increase compliance with the ERP 
(Shafran, 1998). However, the implementation of a reward system and CBT for childhood 
OCD in general is dependent upon family involvement (March & Mule, 1998).
In contrast to adults, most CBT for children usually incorporates a family component to 
enhance compliance and maintain treatment gains (Ronen, 1998). In March’s CBT for 
childhood OCD, family sessions are integrated into the treatment package (March, 1995). 
These sessions are largely psychoeducational, and aim to encourage parents to support their 
child in the ‘battle with OCD’ (March & Mule, 1998). Parents are instructed to stop giving 
advice and are actively involved in response prevention (March & Mule, 1998). Such family 
orientated interventions have been included in other CBT approaches for childhood OCD 
(Piacentini, Gitow, Jaffer, Graae, & Whitaker, 1994). However, March’s CBT emphasises the 
importance of graded family involvement according to the clinical needs of the child and the 
family situation (March & Mule, 1998). In addition, CBT for OCD in children may include 
teachers’ involvement in ERP, depending on the nature of the obsessions and compulsions 
(Shafran, 1998). Although March’s CBT approach for childhood OCD described above is 
well established, evidence for its effectiveness remains to be proven (Shafran, 2001).
As in adults, there is limited empirical outcome research for CBT for OCD in children. The 
lack of cognitive theories for childhood OCD and the unclear nature of cognitive component 
of CBT appear to have hindered its efficacy research (Shafran, 1998). Moreover, there are no 
randomised controlled trials of CBT for childhood OCD evaluating it alongside active 
comparison and control treatments to date (March, Franklin, Nelson & Foa, 2001).
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March et al. (1994) conducted an uncontrolled trial examining the effectiveness of combined 
CBT and pharmacological treatment for children and adolescents with OCD. 15 participants 
meeting the diagnostic criteria for OCD were included in the study, 14 of which received 
medication. All participants were treated using March’s CBT package for childhood OCD 
described earlier. Results indicated that 80% of children showed at least 30% improvement 
post-treatment, which was maintained at 18 month follow up. The authors tentatively 
concluded that combined CBT and pharmacological interventions are effective in treating 
childhood OCD. However, the lack of a control group in this study makes it difficult to 
ascertain whether the findings can be attributed to treatment effects alone.
Franklin et al. (1998) conducted the only controlled trial reported to date of CBT for OCD in 
children. However, this study focused entirely on ERP aspects of CBT alone rather March’s
(1995) CBT. 14 children and adolescents diagnosed with OCD were included in the study. 6 
received intensive CBT (18 sessions over 1 month) and 7 received weekly CBT (16 sessions 
over 4 months). In addition, 8 received concurrent medication and 6 received CBT alone. A 
mean improvement rate of 67% was found at post-treatment for participants receiving weekly 
CBT and 62% at 9 month follow up. However, no difference in outcome was found between 
intensive and weekly CBT or between those participants taking medication and those not. The 
authors concluded that ERP alone is effective for treating childhood OCD and may be the 
most useful component of CBT for children. Again, these findings should be considered with 
caution due to the small sample size and non-randomised nature of this study.
In summary, there are some noticeable differences between OCD in childhood and adulthood 
despite their similar phenomenology. Differences in theoretical foundations are due to a lack 
of research with children upon which to base cognitive-behavioural theories. Differences in 
treatment can be explained by the modification of adult CBT approaches to meet the 
developmental limitations of children. This essay shall now go on to examine possible 
differences between adults and children in the theory'and treatment of PD.
Panic Disorder (PD)
Panic Disorder in Adults
Clark (1986) proposes a cognitive theory of PD for adults that focuses on the cognitive factors 
involved in its development and maintenance. This ‘vicious circle model’ views panic attacks 
as a result of the ‘catastrophic misinterpretation’ of bodily sensations (Clark, 1986). Such 
sensations are misinterpreted as a signal of immediate impending danger, for example, 
perceiving palpitations as indicative of a heart attack or racing thoughts as a sign of losing
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ones mind (Clark, 1986). The circle of panic begins with an internal or external trigger 
stimulus that is perceived as threatening (i.e. entering a shopping centre). This appraisal of 
threat produces apprehension and associated bodily sensations of anxiety (Clark, 1986). If 
these anxiety symptoms are then misinterpreted as catastrophic, apprehension increases which 
generates more bodily sensations. Clark (1986) postulates that it is this vicious cycle that 
culminates in a panic attack. The cognitive theory suggests that PD is only evident if an 
individual develops a tendency to misinterpret bodily sensations in a catastrophic way (Clark, 
1986). This has a critical influence on the maintenance of the disorder and the reoccurrence of 
subsequent panic attacks (Clark & Ehlers, 1993).
In terms of the evidence base of Clark’s cognitive theory, many empirical investigations have 
been conducted that provide strong support for its underlying premises (Ehlers, Margraf, 
Roth, Taylor & Birbaumer, 1988). Although this evidence has been questioned by some 
theorists (McNally, 1990), the cognitive approach to PD is largely accepted by the majority of 
researchers in this area (Ollendick, 1995).
Clark’s (1986) cognitive theory has led to the development of treatment approaches to PD in 
adults derived from this model. These aim to help individuals identify their misinterpretations 
of bodily sensations that trigger panic and help change them (Clark & Elhers, 1993). Such 
treatment methods utilise cognitive-behavioural therapy (CBT) techniques including cognitive 
restructuring, exposure to bodily sensations of panic (interoceptive exposure), exposure to real 
life panic situations (in vivo exposure) and breathing control techniques (Clark, 1996). Many 
controlled treatment trials have provided evidence that CBT is effective in treating PD in 
adulthood using both individual (Barlow, Craske, Cerney & Klosko, 1989) and group 
treatment (Telch et al., 1993). Moreover, it appears that CBT may be more effective than 
medication in maintaining treatment gains over time (Craske, Brown & Barlow, 1991). This 
essay will now examine if the theory and treatment of PD in children differs from that of 
adults outlined above.
Panic Disorder in Children
One of the most fundamental differences between PD in adults and children is the lack of a 
sound knowledge base for the disorder in childhood. This is a contentious issue as there has 
been much controversy regarding whether the disorder exists in children and adolescents 
(Ollendick, 1998). While some retrospective adults reports indicate that the onset of PD 
occurs in childhood and adolescence (Breier, Chamey & Heninger, 1984), evidence for this 
remains heavily dependent on single case studies and clinical reports of referred children
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(Dummit & Klein, 1994). Such studies have documented the presence of physiological and 
cognitive symptoms of PD in children and adolescents, but with less frequency than in adults 
(Vitello, Behar, Wolfson & McLeer, 1990; Bradely & Hood, 1993). Despite their questionable 
reliability and validity, these reports provide support for the presence of PD in childhood.
Nelles and Barlow (1988) further elaborate on the debate regarding the existence of PD in 
children. They highlight fundamental differences between PD in children and adults by 
proposing that unlike adults, spontaneous panic attacks in younger (i.e. prepubertal) children 
are rare. Subsequently, they have questioned whether these children are able to demonstrate 
the necessary requirements for PD proposed by Clark’s (1986) cognitive model. They argue 
that children with PD must experience rapid somatic sensations, have the cognitive capacity to 
make ‘catastrophic interpretations’ and attribute them to internal causes (i.e., dying, losing 
control or going crazy). Drawing on studies of hyperventilation syndrome in children, Nelles 
and Barlow (1988) suggest that children do experience somatic sensations characteristic of PD 
in adults. However, they hypothesise that unlike adults and adolescents, children do not 
possess the cognitive abilities to make catastrophic interpretations of bodily sensations.
Nelles and Barlow (1988) hypothesis was based on work examining the developmental 
progression of children’s cognitive conceptualisation of illness (Bibace & Walsh, 1979). The 
authors devised a classification system linked to Piaget’s three stages of cognitive 
development. These explanations focus on the development in children’s understanding of 
illness from external to internal causality. They propose that younger children’s thinking 
(prior to age 7-8) is dominated by external causes of illness. As children enter preadolescence 
they continue to view the source of the illness as external, although become more aware of 
psychological factors. In adolescence, children have developed the ability to make internal 
attributions of illness and recognise the impact of thoughts and feelings on bodily sensations 
(Bibace & Walsh, 1979). Consequently, Nelles and Barlow (1988) suggest that children are 
not cognitively able to make internal, catastrophic misinterpretations of bodily sensations 
characteristic of PD prior to adolescence.
More recently, such assumptions regarding the cognitive component of PD in children have 
been challenged. Mattis and Ollendick (1997a) conducted a study to explicitly test Nelles and 
Barlow’s (1988) hypothesis regarding children’s inability to make internal, catastrophic 
interpretations. They explored cognitive responses to somatic panic symptoms in a non- 
clinical sample of 118 children aged 8, 11 and 14 years. All children were asked to imagine 
the somatic symptoms of panic. Children were then shown a panic attributions checklist and
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asked to indicate the extent to which these matched the thoughts they had just experienced. 
Unexpectedly, children of all ages reported internal (i.e. ‘I’d think I was worried about 
something’) rather than external (i.e. ‘I’d think I was feeling that way because of the weather’) 
explanations of panic attacks. However, they were significantly more likely to employ non- 
catastrophic interpretations of somatic panic symptoms. These results provide evidence that 
children are able to make internal catastrophic interpretations of bodily sensations regardless 
of age, albeit infrequently. Unfortunately, as the study was carried out on a non-clinical 
sample, it is difficult to draw firm conclusions to a sample of PD children.
Interestingly, this study also highlighted a relationship between anxiety sensitivity, internal 
attributions for negative outcomes and the likelihood of children making catastrophic 
responses. Mattis and Ollendick (1997b) propose a developmental model of childhood PD that 
further explains these findings. This model postulates that some children possess biological 
and psychological vulnerabilities that predispose them to PD. It is suggested that if these 
children are exposed to repeated separation experiences from their primary caregiver that are 
intensely anxiety provoking, they will learn to associate separation and anxiety symptoms as 
frightening experiences. Consequently, they develop an anxious apprehension that these 
experiences will reoccur. This leads to the development of anxiety sensitivity and internal 
attributions of responsibility for negative outcomes related to these experiences. Subsequently 
these may involve catastrophic interpretations of bodily sensations typical of PD (Mattis & 
Ollendick, 1997a). However, it has been argued that children require sophisticated cognitive 
abilities to be able to develop these constructs (Chorpita, Albano & Barlow, 1996).
Furthermore, Vasey and Daleiden (1994) have suggested that the content and process of 
children’s worries may be associated with their developmental ability to cognitively elaborate 
on negative outcomes. They propose that younger children (prior to age 7-8) only have a 
limited ability to consider the future, as they are reliant on mainly visual images to represent 
information. Therefore, their ability to reason about future consequences is restricted to events 
that are directly observable or that they have experienced (Piaget, 1987 citied in Vasey & 
Daleiden, 1994). It is proposed that the development of more abstract reasoning skills 
increases with age and enhances children’s ability to consider the consequences of threats 
(Vasey & Daleiden, 1994). Moreover, research suggests that older children are more able to 
elaborate on potential catastrophic consequences of worrying events than younger children 
(Vasey, Crnic & Carter, 1994). Such developmental differences appear to indicate that 
internal catastrophic interpretations are less evident in younger children and seem to support 
initial research findings in this area (Bradely & Hood, 1993).
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In addition to research into the existence of PD in children, some studies have solely focused 
on the nature of the disorder in adolescence. King, Ollendick, Mattis, Yang & Tonge (1997) 
examined the symptomatology of panic attacks in a sample of 649 adolescents aged 12-17 
years. Results showed that that 16% of their non-clinical sample reported experiencing panic 
attacks. Cognitive symptoms included fear of dying and fear of going crazy were reported, 
although less frequently than somatic symptoms. In addition, approximately 21% experienced 
unexpected panic attacks that had occurred ‘out of the blue’. Interestingly, only a small 
minority of adolescents had sought out treatment for their panic symptoms in this study. These 
findings appear to illustrate that PD is not uncommon in adolescence and its presentation is 
similar to that seen in adulthood. However, the use of a non-clinical sample makes these 
results difficult to generalise and they need to be considered with caution.
Research therefore suggests that cognitive symptoms of PD in adults are less frequent in 
children and adolescents (Ollendick, Mattis & King, 1994). Nevertheless, they are capable of 
experiencing somatic symptoms and making ‘catastrophic misinterpretations’ featured in 
Clark’s (1986) cognitive model (Mattis & Ollendick, 1997a). It is therefore proposed that 
adult treatment approaches based on the cognitive model may be effective for those presenting 
with both cognitive and physiological symptoms (Ollendick, Mattis & King, 1994). However, 
in contrast to adults, there is dearth of empirically supported treatment methods available for 
PD in children due to the controversy regarding its existence. Subsequently, there have been 
no randomised controlled trials that have evaluated the efficacy of psychological treatment 
approaches to PD in childhood (Moore & Carr, 2000). Although, some promising work has 
begun to evaluate CBT for PD in adulthood in the treatment of adolescents.
Ollendick (1995) assessed the effectiveness of CBT in treating four adolescents meeting the 
diagnostic criteria for PD and agoraphobia (PDAG). A controlled multiple baseline design 
was used to evaluate the intervention. CBT involved breath retraining, applied relaxation, cue- 
controlled relaxation, self-instructional training, cognitive restructuring, interoceptive 
exposure and in vivo exposure. These treatment techniques were adapted and used flexibly 
with the adolescents. More importantly, parents and families had a crucial role in facilitating 
and encouraging change. Results showed a reduction in agoraphobic avoidance and the 
elimination of panic attacks, which were maintained at 6 month follow up. Although this 
study has provided a starting point for the development of treatment approaches for PD in 
adolescents, it had an extremely limited sample size. Consequently, it is very difficult to 
generalise these findings as an accurate reflection of treatment efficacy for PD in adolescents 
and moreover in children.
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In summary, there appears to be some minor differences between PD in adults and children. 
Initial research suggests that children and adolescents are capable of making ‘catastrophic 
misinterpretations’ proposed by Clark’s (1986) cognitive model of PD of adulthood albeit 
infrequently (Mattis & Ollendick, 1997a). In addition, it is feasible to develop adult CBT 
approaches for children and adolescents (Ollendick, Mattis & King, 1994). However, these 
need to be adapted to consider the child’s level of cognitive development, age and family 
involvement (Ronen, 1998).
Conclusion
To conclude, this essay has only been able to briefly discuss the differences between children 
and adults in the theory and treatment of OCD and PD. Nevertheless, these have important 
implications for clinical practice and require further consideration. The theory of OCD in 
children is fundamentally different from the theory of OCD in adults. However, current 
neurological deficit theories of childhood OCD appear to lack empirically testable predictions 
(Shafran, 2001). Closer integration with cognitive behavioural approaches of adults may 
provide better for theoretical models for childhood OCD in the future (Shafran, 1998). In 
addition, the treatment of OCD in children is fundamentally different from the treatment of 
OCD in adults. This is due to differences in the evidence base that underpins CBT for 
childhood OCD and differences in CBT techniques due to the developmental limitations of 
children compared with adults.
In contrast, there are fewer differences in the theory and treatment of PD in children and 
adults. Although the theory of childhood PD is based within a developmental perspective, 
initial research suggests that adult theories of PD can be applied to children (Ollendick, Mattis 
& King, 1994). Subsequently, adult CBT approaches can be adapted for children with some 
developmental modifications. However, slight differences have been noted in the presentation 
of PD in childhood compared to adulthood. Young children appear to experience catastrophic 
interpretations of cognitive symptoms less frequently than adults. Furthermore, as they are 
more likely to report non-catastrophic interpretations of bodily symptoms, panic attacks may 
appear more situationally cued rather than ‘out of the blue’ (Ollendick, 1998). In addition, 
children and adolescents rarely seek treatment for PD and are more likely to seek medical 
rather than psychological treatment for its physical symptoms (Moreau & Follett, 1993). 
Therefore PD in young children in particular may not be diagnosed if clinicians are not 
adequately trained to recognise its variable presentation.
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In professional terms, it is important to acknowledge the divergences that exist between 
theory and clinical practice in these two anxiety disorders. There is a strong need for further 
research to improve cohesion between the theory and treatment of OCD in children. In 
addition, the development of theories of childhood PD based on empirical research will 
inform sound treatment approaches. However, there remains an overwhelming need for 
increased empirical evidence regarding the effectiveness of various treatment approaches to 
OCD and PD with this population. Increased consistency between the science and practice of 
these two anxiety disorders will ensure that strong theoretical foundation underpin therapeutic 
treatment methods. Finally, this essay concludes that anxiety disorders in childhood are 
fundamentally different from anxiety disorders in adulthood.
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Introduction
This essay will attempt to compare and contrast individual and family approaches to eating 
disorders in adolescence. It will discuss this with reference to the theory and treatment of two 
eating disorders, anorexia nervosa (AN) and bulimia nervosa (BN). This essay will focus on 
individual cognitive behavioural approaches and systemic family approaches. It will follow 
the majority of research in this area and consider these disorders in younger adolescents 
(below the age of 16) and in older adolescents (over 16 years) unless otherwise specified.
Before attempting this task, it is essential to define the characteristics of each disorder. AN 
has been described as diagnosable if individuals present with a refusal to gain weight at more 
than 15% below normal weight for age and height (American Psychiatric Association, (APA), 
1994). They express an intense fear of gaining weight or becoming fat, even though they are 
underweight (APA, 1994). Individuals demonstrate a disturbance in the way in which their 
body weight or shape is experienced, there is an undue influence of body weight or shape on 
self-evaluation, or a denial of the seriousness of the current low body weight (APA, 1994). In 
postmenarcheal females, amenorrhoea i.e., the absence of at least three consecutive menstrual 
cycles is present (APA, 1994).
BN is described as diagnosable if individuals experience recurrent episodes of binge eating 
(APA, 1994). Binge eating is characterised by eating in a discrete period of time (e.g. within 
any 2-hour period) an amount of food that is definitely larger than most people would eat 
during a similar period of time and under similar circumstances (APA, 1994). In addition, 
individuals experience a sense of lack of control over eating during the episode (APA, 1994). 
They engage in recurrent inappropriate compensatory behaviours in order to prevent weight 
gain, including self-induced vomiting; misuse of laxatives, diuretics, enemas, or other 
medications; fasting or excessive exercise (APA, 1994). The binge eating and inappropriate 
compensatory behaviours both occur, on average, at least twice a week for three months 
(APA, 1994). An individual’s self-evaluation is unduly influenced by body shape and weight 
and these disturbances do not occur exclusively during episodes of AN (APA, 1994). Such 
diagnostic criteria have, however, been criticised for not being developmentally sensitive to 
factors inherent in adolescent eating disorders (Robin, Gilroy, Baker & Dennis, 1998). 
Moreover, it has been suggested that lack of differentiation in symptoms and their variable 
presentation, particularly in younger adolescents, has been largely ignored and has thus made 
the diagnosis of eating disorders in this age group problematic (Bryant-Waugh, 2000).
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The focus of this essay will be on comparing and contrasting the theory and treatment of 
individual and family approaches to AN and BN in adolescence. This essay will begin by 
comparing and contrasting the theory and treatment of individual cognitive behavioural and 
systemic family approaches to AN in adolescence. It will later compare and contrast the 
theory and treatment of individual cognitive behavioural and systemic family approaches to 
BN in adolescence. Lastly, it will aim to reach conclusions regarding the value of both 
approaches and the divergences that exist between theory and clinical practice.
Anorexia Nervosa (AN)
Individual Approaches
Gamer and Bemis (1982, 1985) propose a cognitive-behavioural model of AN that suggests 
its symptoms are maintained by an individual’s extreme beliefs regarding the value of body 
shape and weight. These beliefs lead the individual to engage in ritualistic eating behaviours 
and develop biased information processing and cognitive distortions (Vitousek, 1996). 
According to the theory, the inevitable physiological sequel of starvation maintains these rigid 
dysfunctional beliefs and behaviours (Vitousek, 1996). Others have stressed a pathological 
need for self-control as central to the disorder. Slade’s (1982) ‘functional analysis’ model of 
AN argues that this need is expressed through dieting behaviour. More recently, Fairbum, 
Shafran and Cooper (1999) produced a cognitive behavioural account of its maintenance. 
They propose three primary factors maintain AN, the desire for self-control, the physiological 
and psychological effects of starvation and shape and weight reflecting cultural self-worth.
Despite the development of these cognitive behavioural models of AN for adults, there is a 
paucity of research directly examining cognitive behavioural theories of adolescent AN. Some 
studies have explored the application of cognitive models to adolescents for other psychiatric 
disorders (Reinecke, 1992). This literature has proved useful in emphasising the importance of 
a developmentally informed cognitive model incorporating the developmental needs and tasks 
of adolescence (Bowers, Evans & Van Cleve, 19’96). Other theorists propose cognitive 
behavioural theory must be adapted when working with adolescents with AN to include 
family therapy principles for both practical and  theoretical reasons (Gamer, Garfinkel & 
Bemis, 1982). Moreover, it is postulated that as AN occurs most frequently in adolescence, 
the unique features of this developmental process should be critical considerations in any 
formulation of the disorder (Kriepe et al., 1995). However, there remains a dearth of empirical 
research conducted exclusively with adolescent samples upon which to base individual 
cognitive behavioural theories of adolescent AN and test their underlying premises.
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This lack of support for individual cognitive behavioural theories of adolescent AN may be 
due to their single unitary focus on psychological factors. Recent literature has argued that the 
aetiology of AN should be viewed as multidimensional, particularly in younger adolescents 
(Lask, 2000). Consequently, a multi-factorial model has been proposed which differentiates 
the role of predisposing, precipitating and perpetuating factors in AN for this population 
(Lask & Bryant-Waugh, 2000). According to the model, genetic factors may predispose an 
individual to develop AN. Precipitating factors are delineated as stresses that may trigger the 
disorder, which include puberty, trauma, low self-esteem, family problems, loss, school or 
peer group pressures or illness (Lask, 2000). These factors are also seen as perpetuating AN, 
in addition to starvation effects, management of the disorder and feelings of control (Lask,
2000). Furthermore, it postulates that these stresses induce a sense of failure, which produces 
low self-esteem and loss of control. Successful dieting subsequently fulfils the need to gain 
control by producing a sense of achievement which results in increased dieting and later AN 
(Lask, 2000). Despite increased understanding of the genesis of adolescent AN, it is argued 
that the complex interaction of these factors may never be totally understood (Lask, 2000).
There has therefore been a relative neglect of cognitive behavioural treatment methods for AN 
in adolescence (Wilson, 1999). The main cognitive behavioural therapy (CBT) approach to 
date for adults has been based on Garner and Bemis’ (1985) model. Its aim is to specifically 
modify distorted beliefs regarding shape and weight. Treatment involves cognitive 
restructuring, behavioural experiments and psycho-education regarding starvation effects 
(Gamer, Vitousek & Pike, 1997). Although no published studies have examined the 
application of CBT for AN in adolescence, clinical evidence suggests that a CBT approach 
used to treat adults can be applied effectively to adolescents if they have developed the level 
of cognitive skills to think abstractly about their beliefs regarding weight and shape (Turk, 
1993). Furthermore, it is argued that although older adolescents may have developed the 
cognitive skills required for CBT, it should not be discounted with younger populations if they 
show sufficient cognitive abilities (Robin et al., 1998). Yet although it is postulated that 
traditional CBT adult approaches may be modified and applied to the treatment of adolescent 
AN, empirical evidence for their effectiveness remains to be established.
Research suggests that there are no randomised controlled trials of CBT for adolescent AN 
evaluating it alongside active comparison and control treatments to date. This relative dearth 
of treatment research may be due to the difficulties of recruiting and engaging patients with 
AN in a treatment trial due to poor motivation, particularly among adolescents, coupled with 
its low prevalence (Wilson, 1999). Channon, DeSilva, Hemsley and Perkins (1989) conducted
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the only controlled trial reported to date of CBT for adult AN. 24 participants were randomly 
assigned to 18 sessions of CBT, behavioural therapy (BT) or a control group over a six month 
period with a 2 year follow-up. Results showed no significant differences in outcome between 
interventions. Interestingly, the CBT group reported a higher level of compliance that may 
support Gamer and Bemis’ (1982) claim that the nature of CBT lends itself to the engagement 
of patients with AN. However, the results from this study should be considered with caution 
due to its small sample size and adult participants. This essay shall now go on to compare and 
contrast the theory and treatment of systemic family approaches to AN in adolescence to that 
of individual cognitive behavioural approaches outlined above.
Family Approaches
In contrast to individual cognitive behavioural approaches, systems theory and family therapy 
models have formed the traditional theoretical foundations of AN in adolescence. Early work 
by Minuchin, Baker, Rosman, Liebman, Milman and Todd (1975) observed specific 
organisational characteristics of ‘psychosomatic’ families of adolescents with AN. They 
observed overly close relationships, blurred intergenerational boundaries and an avoidance of 
conflict (Lock, Le Grange, Agras & Dare, 2001). Research evidence however suggests there is 
not a single dysfunctional family constellation that produces AN, but a variety of patterns of 
organisation that may contribute to its onset (Eisler, 1995). Many theoretical models of family 
therapy have thus been applied to AN, including Structural, Strategic, Milan systemic, Post- 
Milan and Feminist (Dare & Eisler, 1997). More recently, aspects of these models have been 
synthesised to produce the ‘Maudsley systemic model’ specifically designed to conceptualise 
and treat adolescent AN (Lock, Le Grange, Agras & Dare, 2001). This interactional systems 
model was developed in response to the multifactorial aetiology of the disorder that has been 
recently proposed by many authors in the field (Dare & Eisler, 1997).
The Maudsley systemic model proposes that social, cultural, genetic, individual and family 
factors are all influential in creating and maintaining AN (Dare & Eisler, 1997). It is argued 
that AN symptoms arise through a complex interaction of these etiological factors, which 
affects the individual and family systems in context (Dare, 1993). Consequently, persistent 
AN symptoms have a powerful impact on the trajectory of the life cycle (Dare & Eisler, 
1997). In contrast to individual cognitive behavioural approaches, this approach considers the 
adolescent as ‘imbedded’ in the family and thus parental involvement is viewed as vital to the 
success of treatment (Lock, Le Grange, Agras & Dare, 2001). The adolescent is seen as 
regressed and not in control of the disorder, so in need of parental assistance to help overcome 
it. In addition, families are encouraged not to feel blamed for the disorder (Le Grange, 1999).
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One of the most fundamental contrasts between these two approaches is the delineation of 
treatment methods for adolescent AN. In individual CBT, no manual-based treatment program 
exists for any age group. Conversely, a family therapy manual has been developed specifically 
for the treatment of AN in adolescents. Moreover, family therapy based on this model is 
described as the treatment of choice for adolescent AN (Lock, Le Grange, Agras & Dare,
2001). Its aim is to restore weight and usually involves three clearly distinct phases (Lock, Le 
Grange, Agras & Dare, 2001). The first phase of therapy named ‘re-feeding the client’ is 
centred on the eating disorder symptoms and usually includes a family meal as developed by 
structural family therapists (Le Grange, 1999). This aims to provide the therapist with an 
observation of familial interactions regarding eating (Lock, Le Grange, Agras & Dare, 2001). 
Discussions are aimed at creating strong parental alliances, as they are encouraged to work out 
the best way of refeeding their child with the support of the therapist (Le Grange, 1999).
The second phase of the approach begins with the adolescent’s acceptance of parental 
demands to increase their food intake coupled with an alteration in the family’s affect (Lock, 
Le Grange, Agras & Dare, 2001). This phase is known as ‘negotiations for a new pattern of 
relationships’ as the therapeutic focus shifts from eating disorder symptoms to addressing 
other family issues that have been postponed (Le Grange, 1999). The final phase of this 
approach commences when a consistent weight has been reached (Le Grange, 1999). The 
central therapeutic goal of the ‘adolescent issues and termination’ phase is the development of 
a more healthy adolescent relationship with parents which is not based on AN (Lock, Le 
Grange, Agras & Dare, 2001). More specifically, working towards more established family 
boundaries and increased adolescent independence (Le Grange, 1999).
In comparison to cognitive behavioural models, the Maudsley model has been shaped by a 
number of randomised controlled trials with adolescents and is the only family approach to 
adolescent AN to be empirically evaluated to date (Lock, Le Grange, Agras & Dare, 2001). 
The most influential of these trials was that conducted by Russell, Szmukler, Dare and Eisler 
(1987). 54 patients with AN were divided into three groups. Group one included patients with 
an early onset and short history of AN, that began before age 18 and persisted for less than 3 
years. Group two included patients with an early onset and long history, that began before age 
18 and persisted for more than 3 years. Group three participants had a late onset, which began 
after age 18 and the fourth group included patients with bulimic symptoms. Participants were 
randomly assigned to either family therapy or individual supportive therapy, following a 
period of inpatient treatment. Treatment consisted of 18 sessions of therapy over a 12-month 
period and a 5-year follow-up (Eisler, Dare, Russell, Szmukler, Le Grange & Dodge, 1997).
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An overall clinical improvement rate of 90% was found at post-treatment for participants with 
an early onset and short history of AN and this was maintained at five years’ follow-up. 
However, only 18% improvement was found in the early onset group with a short history who 
received individual supportive therapy, which rose to 54% at follow-up. Participants with a 
long history of AN showed poor rates of improvement and little difference was found between 
the two types of treatment groups either at post-treatment or at follow-up. These authors 
concluded that the Maudsley model of family therapy for adolescents under 18 years, with 
duration of illness of less than 3 years is clearly an effective treatment for AN. It is interesting 
to note, however, that the participants in the individual therapy condition also improved over 
time. It is therefore possible that these results could be attributable to some natural remission 
of symptoms, rather than solely due to treatment effects.
More recently, Eisler, Dare, Hodes, Russell, Dodge and Le Grange (2000) conducted the 
largest controlled trial of family therapy for adolescent AN reported to date. 40 adolescent 
patients with AN were randomly assigned to ‘cojoint family therapy’ (CFT) or ‘separated 
family therapy’ (SFT). In CFT, the whole family were seen together, however in SFT the 
parents and adolescent were seen separately, and the adolescent received individual supportive 
counselling. Treatment consisted of sixteen sessions of outpatient therapy over a twelve­
month period. Results showed similar rates of global improvement in both groups. However, 
SFT was showed to be more effective for those patients where high levels of maternal 
criticism were found. The authors tentatively concluded that individual supportive therapy for 
adolescent AN in combination with regular parents meetings is as effective as traditional 
cojoint family therapy approaches. However, caution is needed in interpreting these results 
due to the study’s relatively small sample size. Consequently, it is very difficult to generalise 
these findings as an accurate reflection of treatment efficacy for family approaches to 
adolescent AN.
In summary, there are some noticeable comparisons and contrasts between these approaches 
to adolescent AN. In comparison with individual cognitive behavioural approaches, there is a 
similar dearth of empirical efficacy research with adolescents for systemic family treatment 
methods. However in contrast, there are fundamental differences in the strength of theoretical 
foundations of these two approaches for adolescents and the extent to which their treatment 
methods are grounded in empirical knowledge. This essay shall now go on to compare and 
contrast individual cognitive behavioural approaches with systemic family approaches in the 
theory and treatment of BN in adolescence.
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Bulimia Nervosa (BN)
Individual Approaches
Fairbum (1981; 1997) proposes a cognitive behavioural theory of BN that focuses on the 
central cognitive disturbances involved in its development and maintenance. This model 
views extreme values regarding body shape and weight as a key characteristic of the disorder. 
Individuals with BN use such rigid attitudes to negatively self-evaluate themselves primarily 
in terms of shape and weight (Fairbum, 1997). In addition, it is proposed that they often have 
negative self-evaluation beliefs that are long standing. These ‘general self-schema’ (Vitousek 
& Hollon, 1990) combined with their perfectionism and dichotomous thinking lead to intense 
and rigid dieting (Fairbum, 1997). However, such strict dieting leaves individuals susceptible 
to dietary lapses and results in repeated episodes of overeating or ‘binge-eating’. It is 
postulated that these binges serve to release negative emotions and produce a vicious circle of 
dieting and overeating. Therefore purging and other behaviours are used to compensate for 
overeating leading to increased negative evaluation, which serve to maintain BN (Fairburn, 
1997).
BN in adolescents presents with similar clinical features and prognosis to those in adults with 
a late onset of the disorder (Bryant-Waugh, 2000). However, other forms of self-harm that can 
accompany BN such as wrist scratching and risk-taking behaviour such as drug and alcohol 
abuse tend to be more recurrent features of BN in adolescents and can provide a more variable 
presentation (Bryant-Waugh, 2000). In younger adolescence however, reports of clinical 
experience suggest BN is very rare in those that present for treatment (Bryant-Waugh, 2000). 
Within this population, the disorder is considered to have a multi-factorial aetiology 
comparable to that of AN described earlier (Bryant-Waugh & Lask, 1995). It is therefore 
proposed that Fairburn’s (1981; 1997) cognitive behavioural model can be applied to BN in 
older adolescents as they have a similar clinical presentation to that of adults. However, its 
differential theoretical basis in younger adolescents suggests the extrapolation of cognitive 
behavioural theory from adult literature is not grounded in empirical research evidence and 
has important implications for treatment.
Cognitive behavioural therapy (CBT) based on this model has become the treatment of choice 
for adolescents with BN (Wilson & Fairbum, 1998). Its use has been well documented and is 
clearly delineated into three stages (Fairburn, 1985). The main emphasis in stage one is on 
normalising eating patterns and disrupting the binge-purge cycle. Behavioural strategies such 
as self-monitoring food intake and psycho-education principles are important aspects of this 
phase of treatment. Stage two involves cognitive restructuring to challenge distorted thinking
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regarding weight and shape and teaching problem solving strategies to learn more adaptive 
ways of dealing with binge urges (Schmidt, 1997). The final stage is focused on addressing 
relapse prevention through coping strategies to deal with lapses and maintain change. 
However, the vast majority of research studies that have supported the use of adult treatment 
approaches for adolescents with BN only refer to late onset adolescents in the older age group 
(Neiderman, 2000). Moreover, the paucity of research with younger adolescents indicates 
CBT treatment methods have not yet been empirically evaluated in this population.
There appears to have been no published studies examining the application of CBT to younger 
adolescents with BN to date (Robin et al., 1998). However, clinical reports suggest it is 
possible to successfully apply a slightly modified version of the CBT approach to this age 
group (Robin et al., 1998). Similarly to utilising CBT with adolescent AN, the ability to think 
abstractly about beliefs of shape and weight and to consider alternative accounts of thoughts 
and behaviour are deemed prerequisite cognitive skills (Turk, 1993). Moreover, most CBT for 
younger age groups usually involves tailoring techniques to match their developmental level 
(Reinecke, 1992). For example, as younger adolescents may find it more difficult to keep 
thought diaries, it is suggested that pictorial versions of these records may be more readily 
completed (Young & Faneslow-Brown, 1996). Furthermore, as younger adolescents may have 
difficultly making links between thoughts, feelings and behaviours, behavioural techniques 
such as role-playing ‘being a detective’ to discover the consequences of acting in a different 
way can be effectively employed (Christie, 2000). More importantly, although CBT with a 
younger population is always dependent on family involvement, this is crucially important in 
both BN and AN due to their potential damage to the adolescent’s health (Lask, 2000).
Randomised controlled trials have therefore focused on BN with adult or adolescent onset 
(Neiderman, 2000). Within this population, the disorder has been rigorously evaluated and 
results consistently replicated across studies (Pike, Loeb & Vitousek, 1996). Fairburn, Jones, 
Peveler, Carr, Solomon, O’Connor, Burton & Hope (1991) assessed the efficacy of CBT for 
BN compared to two other types of treatment. 75 patients meeting the diagnostic criteria for 
BN were randomly assigned to 19 sessions of CBT, behavioural therapy (BT) or interpersonal 
therapy (IPT) over an eighteen-week period. Following treatment, 44% of cases in the CBT 
group showed improvement, compared with 36% in the BT group and 28% in the IPT group. 
Surprisingly, at one-year follow-up the IPT group demonstrated 44% clinical improvement, 
compared to 36% in the CBT group and 20% in the BT group (Fairbum, Jones, Peveler, Hope 
& O’ Connor, 1993). These authors concluded that overall CBT and IPT are equally effective
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treatments for BN in older adolescents and adults. However, their degree of efficacy appears 
questionable as 64% in the CBT group continued to display bulimic symptoms.
Fairbum, Norman, Welch, O’Connor, Doll and Peveler conducted a longer-term follow-up 
analysis of the 1991 treatment trial in 1995. This was conducted alongside an earlier trial that 
had compared CBT and focal psychotherapy for BN in older adolescents and adults (Fairbum, 
Kirk, O’Connor & Cooper, 1986). Those that had received focal psychotherapy were grouped 
together with those that had received IPT from the earlier trial. Results indicated that patients 
in the BT group continued to show deterioration compared to IPT and CBT, which showed 
good long-term outcome. Although IPT showed the highest remission rates in this follow-up 
analysis, Fairbum (1997) maintains CBT should remain the treatment of choice for BN in this 
population until these results have been replicated. More important to note however, is the 
continued difficulties clinicians face accepting these findings as accurate representation of 
treatment efficacy of CBT for BN in older adolescents, as they are not reported exclusively on 
adolescent samples. This essay shall now go on to compare and contrast the theory and 
treatment of systemic family approaches to BN in adolescence to that of individual cognitive 
behavioural approaches outlined above.
Family Approaches
In comparison to the extensive application of individual cognitive behavioural approaches to 
BN in older adolescents, research examining systemic family approaches to its theory and 
treatment is sparse. It has been suggested that this may be partly due to the fact that it has only 
been relatively recently regarded as a separate disorder from AN (Robin et al., 1998). Other 
theorists have argued that, as many bulimics who seek treatment are often older and living out 
of home, this may explain the paucity of research examining systemic family approaches to 
adolescent BN (Schwartz, Barrett & Saba, 1985). Research investigating the characteristics of 
bulimic families has noted high levels of conflict and increased expressed negativity among 
family members (Stroeber, 1981). Despite these findings, there are limited accounts of family 
approaches to BN in adults and moreover in adolescents. Those documented remain heavily 
dependent on single case studies and clinical reports as part of an overall treatment package 
(Dodge, Hodes, Eisler & Dare, 1995).
In contrast to the many randomised controlled studies assessing the efficacy of individual 
CBT for older adolescent BN, there has only been one study to date that has specifically 
examined family therapy for adolescent BN. Dodge et al. (1995) conducted a small 
uncontrolled trial to explore the use of family therapy in the treatment of eight adolescents
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with BN. They based their family therapy approach on the Maudsley model described earlier, 
which has been successfully employed to treat anorexic adolescents and their families (Russell 
et al., 1987; Lock, Le Grange, Agras & Dare, 2001).
As in CBT, initial treatment is focused on bulimic symptoms to try to establish regular eating 
patterns and reduce the frequency of compensatory behaviours as self-induced vomiting and 
laxative abuse (Dodge et al., 1995). Similarly, detailed physiological consequences of binge- 
purge behaviours are stressed and specific techniques including keeping food diaries, parents 
locking food cupboards and supervising the adolescent for two hours after meals to prevent 
vomiting are encouraged (Robin et al., 1998). However in contrast to CBT, family therapy 
aims to create a stronger parental subsystem to remove any triangulation utilising a structural 
family therapy framework (Dodge et al., 1995). Once this has been achieved, the therapy 
focuses on engaging the family in treatment and addressing specific family issues. This may 
include discussions with the family that differentiate the adolescent’s control over food with 
control over other parts of their lives (Robin et al., 1998). The final phase of therapy aims to 
hand control for eating back to the adolescent once regular patterns of eating have been 
established. The focus then shifts to age-appropriate adolescent issues such as increased 
autonomy and moving the family onto the next stage of the life cycle (Dodge et al., 1995).
Dodge et al.’s (1995) findings indicated that at completion of treatment, significant decreases 
in bingeing, vomiting and laxative abuse were evident, in addition to improvements in eating 
attitudes, reduced discord in the family and increased independence in adolescents from their 
families as measured by the Morgan Russell Scales of General Outcome. On the basis of their 
findings, these authors tentatively concluded that family therapy similar to that developed 
successfully for the treatment of adolescent AN does seem to be effective in improving family 
relationships and thus decreasing symptoms of BN in adolescents. However, these results 
should be taken cautiously due to the small sample size and non-randomised nature of this 
study. Replication of these results in a larger controlled trial with a comparison treatment such 
as CBT or control group and a long-term follow up is required to provide a rigorous empirical 
evaluation of its efficacy. Only then would clinicians be able to flexibly employ a range of 
evidence based approaches in the treatment of adolescent BN.
In summary, there are some noticeable comparisons and contrasts between these approaches 
to adolescent BN. In comparison with individual cognitive behavioural approaches, there is a 
similar dearth of empirical evidence to support the theoretical foundations of systemic family 
approaches to adolescent BN. However in contrast, there are some fundamental differences in
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the level of outcome research that has examined clinical efficacy of these to two approaches to 
the treatment BN in older adolescents. Moreover, there remains a paucity of evidence based 
treatment methods for both AN and BN in the younger population whatever the theoretical 
approach.
Conclusion
To conclude, this essay has only been able to briefly compare and contrast individual and 
family approaches to the theory and treatment of AN and BN. However, there are important 
conclusions to be drawn in this area that have implications for clinical practice and require 
further consideration. The theoretical basis of individual cognitive behavioural approaches for 
AN in adolescence is limited compared to that of systemic family approaches. There is a clear 
need for further research examining the application of cognitive behavioural theories to AN in 
adolescents to test its underlying premises across the age range. Furthermore, in stark contrast 
to the vast literature on systemic family treatment approaches to adolescent AN, individual 
cognitive behavioural treatment approaches have been insufficiently researched in both older 
and younger adolescents. However, it is important to acknowledge that treatment of this 
potentially life-threatening disorder will always be dependent on an assessment of the medical 
risk faced by adolescent. Moreover, any consideration of psychological treatment methods 
will always take place in the context of a comprehensive multi-disciplinary team approach.
Similarly, there is a paucity of empirical research underpinning the theoretical foundations of 
both individual cognitive behavioural and systemic family approaches to BN in adolescence. 
Furthermore, although there are fundamental differences in level of outcome research that has 
investigated the clinical efficacy of these two treatment approaches, the majority of research 
has been flawed by persistent methodological problems. Empirical findings do not appear to 
differentiate between those from adolescents or adults and additional variables such as age of 
onset of illness and duration of illness are rarely controlled for leading to confounded results. 
It is therefore important that future controlled studies examining the theory and treatment of 
AN and BN consider adolescents as a distinct research population.
In professional terms, it is important to recognise the divergences that exist between theory 
and clinical practice in these two eating disorders in adolescence. The development of theories 
and models that are particularly focused on AN and BN in adolescence based on empirical 
research will inform sound treatment approaches. In addition, there remains an overwhelming 
need for increased empirical evidence regarding the efficacy of both treatment approaches that 
utilise solely adolescent samples. Increased consistency between the science and practice of
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these two eating disorders will ensure that strong theoretical foundations underpin therapeutic 
treatment methods. Moreover, this may demonstrate the impact unique developmental features 
of adolescence have on the theory and treatment of eating disorders, which cannot be ignored.
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CLINICAL DOSSIER
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INTRODUCTION TO THE CLINICAL DOSSIER
This dossier represents academic experience whilst studying for the degree of Doctor of 
Psychology (PsychD) in Clinical Psychology, It contains an overview of the clinical 
experience gained on each of the four core placements (Adult Mental Health, People with 
Learning Disabilities, Child, Adolescent and Family, Older Adults) together with the two 
specialist placements in Adolescents and Children with Developmental Disabilities. Brief 
summaries of each of the five case reports carried out on the first five placements are also 
submitted. The case reports aim to reflect a range of psychological approaches across a variety 
of client groups. Full details of the case reports, as well as placement contracts, logbooks of 
clinical experience and placement evaluation forms can be found in confidential volume 2 of 
the portfolio.
Please note that all clients’ names and identifiers in this section have been changed to preserve 
anonymity.
AN OVERVIEW OF CLINICAL EXPERIENCE GAINED DURING TRAINING
• Core Adult Mental Health Placement
• Core People with Learning Disabilities Placement
• Core Child, Adolescent and Family Placement
• Specialist Adolescent Placement
• Core Older Adults Placement
• Specialist Children with Developmental Disabilities Placement
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CORE ADULT MENTAL HEALTH PLACEMENT SUMMARY
PLACEMENT DETAILS
Dates: 11th October 2000-2 3 rd March 2001
Supervisor: Mary Dobbin, Consultant Clinical Psychologist
NHS Trust: Mid Sussex NHS Trust
Base: Linwood Community Mental Health Centre, Butlers Green Road, Haywards Heath, 
West Sussex.
Summary of experience
This placement provided experience of working from both cognitive behavioural and 
neuropsychological perspectives with a variety of adult mental health problems in the context 
of a community mental health team. Clinical work comprised of semi-structured assessment 
interviews, psychometric assessment, short-term treatment interventions with individuals and 
families and neuropsychological assessment.
Clinical skills and experience
Experience was gained working with a variety of presenting problems including depression, 
anxiety, marital issues, phobias of heights, anger problems, family difficulties, panic attacks, 
eating problems, obsessive compulsive difficulties and assessment of memory difficulties. A 
range of assessment measures were used including WAIS-III, AMIPB, SCL-90-R, BDI-II, 
BAI, Panic Rating Scale, Trauma Checklist for Children, CFSEI-II and observed supervisor’s 
use of the NART.
Other experience
• Case presentation to members of the CMHT on CBT with depression.
• Visits to acute psychiatric ward and intensive care unit for clients at immediate risk.
• Visits to supported housing projects for clients with enduring mental problems.
• Participated in Adult Specialty and Psychology Departmental meetings.
• Attended an Adult Mental Health Team Speciality day and participated in discussions 
regarding the future of psychological services.
• My serviced related research project ‘A survey of interest training and attitudes of 
primary care nurses to mental health problems’ was devised and data collection 
completed on this placement.
• Observed a Clinical Psychologist specialising in neuropsychology conducting two 
neuropsychological assessments.
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CORE PEOPLE WITH LEARNING DISABILITIES PLACEMENT SUMMARY
PLACEMENT DETAILS
Dates: 4th April 2001 -  21st September 2001
Supervisor: Dawn Howard (Clinical Psychologist), Roger Noble (Consultant Clinical 
Psychologist).
NHS Trust: Eastbourne and County NHS Trust
Base: Community Learning Disability Team, Woodside, Hellingly, Hailsham, East Sussex. 
Summary of experience
This placement provided experience working from a behavioural, cognitive, psychodynamic, 
systemic and neuropsychological perspective. Work with team members, staff groups and 
families enabled me to develop my consultation skills. Clinical experience included work with 
individuals, couples and staff teams in settings that included residential accommodation, a 
respite service, a day centre, special schools and a supported employment project with clients 
that had mild, moderate and severe learning disabilities. A major aspect of this placement was 
the development, co-ordination and joint facilitation of a personal and sexual awareness group 
for young women with mild learning disabilities.
Clinical skills and experience
Clinical work was undertaken with clients and services that included challenging behaviour, 
relationship problems, assessment of Asperger’s syndrome, family difficulties, assessment of 
learning disability, assessment of dementia, anger problems, attachment issues. Experience 
was gained in a variety of assessment procedures that included Mini PAS-ADD, HoNOS-LD, 
adapted version of BDI-II, semi-structured assessment interviews with staff and clients, 
BPVS, WAIS-III, Understanding Ambiguity, SIB, Carers Questionnaire for Dementia, 
observation of supervisor’s use of the DISCO.
Other experience
• Jointly conducted one day teaching workshop on autism for care staff.
• Collaboratively developed a written policy statement on sexuality issues for clients.
• Visited social services department for this client group.
• Received joint supervision from a systemic psychotherapist for one case.
• Attended psychology specialty, family intervention service and team meetings.
• Observed both Speech and Language Therapy and Nursing assessments.
• Carried out outcome research for the family intervention support service.
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CORE CHILD, ADOLESCENT AND FAMILY PLACEMENT SUMMARY
PLACEMENT DETAILS
Dates: 10th October 2001 -  22nd March 2002
Supervisor: Jenny Avarez (Principal Clinical Psychologist)
Trust: Mid Sussex NHS Trust
Base: Child and Adolescent Mental Health Team, St Michaels Road, East Grinstead, West 
Sussex; Larchwood Children’s Unit, Princess Royal Hospital, Haywards Heath, West Sussex.
Summary of experience
This placement provided experience of working with children, adolescents and families using 
behavioural, developmental, cognitive, systemic and neuropsychological approaches within 
the context of a child and adolescent mental health team and an inpatient children’s unit. 
Clinical experience included work with children and adolescents with mental health and 
developmental problems. This placement introduced me to creative therapy and play skills in 
working with younger children and skills in adapting cognitive behavioural approaches and 
enabled me to expand my neuropsychological assessment skills to include younger children.
Clinical skills and experience
Experience was gained working with a range of presenting problems including school anxiety, 
obsessive-compulsive difficulties, behavioural problems, anger difficulties, attachment issues, 
emotional difficulties following parental separation, self-esteem issues, assessment of ADHD 
and autistic spectrum disorders. In addition, I co-facilitated one session of an emotional 
awareness group and one session of a parent support group at the inpatient unit. Clinical work 
involved a variety of assessment measures such as semi-structured interviews, SCAS, CY- 
BOCS, CPRS-R: L, CTRS-R: L, PSI, youth, teacher and parent SDQ, STAI, FRT, WISC-III, 
WPPSI-R, Australian Rating Scale for Asperger’s Syndrome, home and school observations.
Other experience
• Conducted a training session on the FRT for nurses at the inpatient unit.
• Presented a psychological intervention plan to a teacher and school counsellor.
• Observed a Consultant Paediatrician conducting a Griffith assessment.
• Attended CAMHS team and Child Development team meetings on a regular basis.
• Visited an inpatient adolescent unit, nursery and primary and secondary schools.
• Observed an Educational Psychologist conducting an assessment.
• Met with a Clinical Psychologist specialising in child protection issues.
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SPECIALIST ADOLESCENT PLACEMENT SUMMARY
PLACEMENT DETAILS
Dates: 3rd April 2002 -  20th September 2002
Supervisor: Neil McGibbon (Principal Clinical Psychologist)
Trust: South West London and St Georges Mental Health NHS Trust 
Base: The Adolescent Service, 32 York Road, Battersea, London.
Summary of experience
This placement provided valuable experience of working with adolescents between the ages of 
fourteen and nineteen years and their families from cognitive-behavioural, developmental, 
systemic and neuropsychological perspectives. Clinical work included short-term treatment 
interventions with individuals and families, psychometric and neuropsychological assessment. 
Work with education and primary care services gave me significant experience of basing with 
other professional networks. I particularly enjoyed the opportunities it provided to consider in 
more depth the developmental issues of adolescence and how it enhanced my communication 
and engagement skills with this client group.
Clinical skills and experience
Experience was gained working with a range of presenting problems including school refusal, 
social anxiety with Asperger’s syndrome, panic disorder and agoraphobia, bullying and self­
esteem issues, depression, family difficulties, nightmares and sleeping problems, self-harm 
eating disorders, and assessment of ADHD. Often this work involved gathering information 
from a variety of sources that included Educational Welfare Officers, Learning Mentors, 
Teachers and School Nurses. Experience was gained in a variety of assessment procedures 
that included WISC-III, BAI, BDI-II, RIES, Children’s IES, semi-structured interviews.
Other experience
• Case presentation to multidisciplinary team on CBT for nightmares and anxiety.
• Attended regular Adolescent Service team meetings and borough CAMHS meetings.
• Met with all professionals in the team including an Adolescent Psychotherapist and a 
Substance Misuse Nurse to discuss their roles.
• Participated in regular Race and Culture workshops in which issues of improving user 
involvement of clients from ethnic minorities were discussed.
• Attended professional development meetings in which alternative ways of working 
including managing heavy caseloads and waiting lists were discussed.
CORE OLDER ADULT PLACEMENT SUMMARY
PLACEMENT DETAILS
Dates: 16th October 2002 -  20th March 2003
Supervisor: Clare Crellin (Consultant Clinical Psychologist)
Trust: West Sussex Health and Social Care NHS Trust
Base: Linwood Community Mental Health Centre, Butlers Green Road, Haywards Heath,
West Sussex.
Summary of experience
This placement provided experience of working with older adults and their families within the 
context of an outpatient mental health team. Clinical work involved short-term interventions 
from life review, Jungian, cognitive behavioural and neuropsychological perspectives. Work 
with this client group provided me with the opportunity to consider life span issues in later life 
and developed my skills in psychoanalytic therapy and neuropsychological assessment. An 
interesting aspect of this placement was conducting psychodynamic observations of clients 
with dementia in a nursing home and these were later discussed in supervision using insights 
from several psychoanalytic theories.
Clinical skills and experience
Experience was gained working with a range of presenting problems including depression, 
anxiety, difficulties being alone, attachment problems, panic disorder, bereavement issues, 
dyslexia, borderline learning disability, assessment of cognitive deterioration, Parkinson’s 
Disease, personality issues and challenging behaviour. Clinical work involved a variety of 
assessment measures such as semi-structured interviews, HADS, MEAMS, EAT, BAI, BDI- 
II, MCMI-II, WAIS-III, DAST, WTAR, TMT, Hayling and Brixton Tests, CSRMT-W, 
CSRMT-W, Subtests from WMS-III, D-KEFS and AMIPB, GNT and Clock Drawing Test.
Other experience
• Attended a Locality Group Older Person’s Task Force Group for Mental Health with 
my supervisor, responsible for implementing National Service Framework issues.
• Participated in regular Older Adults CMHT and Departmental Psychology meetings.
• Visited a short-term assessment ward for older adults with mental health problems.
• Attended a training workshop on alcohol problems and their relevance to older adults.
• Visited an outpatient day hospital and two nursing homes for older adults with mental 
health problems and degenerative disorders.
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SPECIALIST CHILDREN WITH DEVELOPMENTAL DISABILITIES PLACEMENT 
SUMMARY
PLACEMENT DETAILS
Dates: 9th April 2003 -  26th September 2003
Supervisor: Maria Callias (Consultant Clinical Psychologist)
Trust: South West London and St Georges Mental Health NHS Trust 
Base: Clare House, St Georges Hospital, Tooting, London.
Summary of experience
This placement provided experience of working with children with developmental disabilities 
and their families within the context of a child mental health learning disability service. 
Clinical work involved short-term interventions with children and their families from 
behavioural, systemic, developmental and neuropsychological perspectives. This placement 
provided considerable experience of various genetic syndromes, social communication issues 
for this client group and an in depth awareness of special educational services and issues. 
Work with team members enhanced my skills at joint working and basing with the wider 
professional network, particularly Educational Psychologists improved my consultation skills.
Clinical skills and experience
Experience was gained working with a variety of presenting problems including autistic 
spectrum disorders, challenging behaviour, sleep problems, ADHD, obsessive repetitive 
behaviour, assessment of cognitive abilities, assessment of autistic spectrum disorders, 
parenting issues, Klinefelter’s syndrome and Fragile X syndrome. Clinical work involved a 
variety of assessment measures such as semi-structured interviews, ABC charts, sleep diaries, 
WISC-III, Merill Palmer Tests of Mental Ability, WPPSI-R, play sessions, subtests from the 
Bay ley Scales of Infant Development and school observations.
Other experience
• Participated in regular CLMHS team meetings and borough CAMHS meetings
• Observed both Speech and Language Therapy and Psychiatric assessments.
• Attended trainee seminars on child protection issues, working with the under fives 
and cognitive assessment of non-verbal children.
• Visited an Early Years Centre for early diagnosis of autistic spectrum disorders.
• Attended a presentation on Narrative therapy conducted by a systemic therapist.
• Presented major research project to CLMHS team and CAMHS psychology service.
A SUMMARY OF CASE REPORTS COMPLETED DURING TRAINING
• Adult Mental Health Case Report Summaiy
• People with Learning Disabilities Case Report Summary
•  Child, Adolescent and Family Case Report Summary
• Adolescent Case Report Summaiy
• Older Adult Case Report Summary
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ADULT MENTAL HEALTH CASE REPORT SUMMARY
“The assessment and intervention of depression in a 32 year old woman using a cognitive 
behavioural approach.”
Reason for referral
Jane Taylor, a 32 year old insurance broker was referred to the psychology speciality of the 
Community Mental Health Team by the Consultant Psychiatrist of the same team, as she was 
reported to have experienced a long bout of depression. At referral, she had been taking 
antidepressant medication, but this had not been successful in ameliorating her symptoms.
Assessment
Assessment consisted of three semi-structured assessment interviews and use of the Beck 
Depression Inventory-second edition (BDI-II). This indicated Jane was severely depressed 
with a score of 36. Jane gave a detailed description of her symptoms; she was tired all the 
time, had poor concentration, was irritable and cried almost every day. Jane explained that she 
“couldn’t be bothered” to do the activities that she used to enjoy and would sleep all the time.
Formulation
The cognitive model of depression (Beck, 1976) was drawn on to help formulate Jane’s 
difficulties. Her early experiences of a critical/unloving mother, feeling ignored by her parents 
and being bullied by her peers at school may have led Jane to develop some dysfunctional 
assumptions about herself and her world such as “I am unlovable”, “I must be perfect at all 
times” and “If I am a good person, then people will love me”. Jane reported that the onset of 
her depression occurred as she changed jobs and her skills at work were not being recognised. 
This critical incident appears to have triggered these negative beliefs. The activation of Jane’s 
cognitive patterns subsequently resulted in a stream of negative automatic thoughts such as 
“other people are better than me”, which led to and maintained her depressive symptoms.
Intervention
Cognitive-behavioural therapy (CBT) based on the cognitive model of emotional disorders 
(Beck, 1976) was indicated as the most appropriate treatment plan. The core principles of the 
treatment rationale were outlined. Behavioural strategies were the focus of early sessions and 
Jane monitored her overall levels of activity. This information was later used to plan her day 
and schedule more pleasurable activities. The next phase involved examining, evaluating and 
restructuring Jane’s negative automatic thoughts. Socratic questioning and homework record 
forms were used to elicit alternative views to these thoughts and she was encouraged to
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examine her thinking for distortions that commonly occur in depression. Jane’s underlying 
dysfunctional assumptions were later identified and challenged. She recognised that although 
she could not influence events she could alter her interpretation of them and learnt to evaluate 
her dysfunctional assumptions and beliefs whenever they occurred outside of sessions. A 
summary of her main difficulties and the therapy techniques she had learnt to overcome them 
was complied by and she agreed to refresh herself with these as a relapse prevention strategy.
Outcome/Evaluation
The BDi-il indicated that Jane’s depression score decreased fairly rapidly from baseline to 
mid-point in therapy and this was maintained at post-therapy. Her score had fallen from 36 to 
6 and indicated a change from severe to minimal depression. From Jane’s perspective, she 
reported a change in the major symptoms of her depression that caused her most distress. She 
described having more energy; feeling more relaxed about planning her day and worried less 
about getting things done. From the trainee’s perspective, the change that Jane reported was 
reflected in sessions, as she was more positive in discussions about the future and was able to 
plan events.
On reflection, more emphasis could have been placed on tackling Jane’s core beliefs “I am a 
failure” and “I should always be busy”. The importance of these beliefs and the impact that 
they had on her life was not evident until the last few sessions. Subsequent attention to these 
beliefs as being important enabled Jane to recognise that they may have been potential areas 
of difficulty for her in the future.
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PEOPLE WITH LEARNING DISABILITIES CASE REPORT SUMMARY
“The assessment, formulation and treatment of challenging behaviour in a 35 year old
woman with Downs syndrome based on psychodynamic ideas.”
Reason for referral
Sarah, a 35 year old white British woman with Downs Syndrome and a moderate learning 
disability was referred to the psychology speciality for an assessment of changes in her mood 
and behaviour following an initial referral by her GP. The staff team at her residential 
placement were finding her challenging behaviour increasingly difficult to manage.
Assessment
Information was gathered from multiple sources through interviews with the client and staff 
working with her. Sarah completed daily pictorial mood diaries and a BDI-II with the aid of a 
visual analogue scale that indicated that she was minimally depressed (6). Other assessment 
tools included the Mini PAS-ADD, which showed no dementia and psychiatric symptoms. A 
physical health check by her GP revealed no problems. Sarah’s behaviour included being 
uncooperative with staff requests, slamming doors, shouting, being withdrawn, walking away 
from staff and being anxious and ‘clingy’ towards staff when in the community.
Formulation
An initial formulation of Sarah’s behaviours was considered in terms of attachment theory 
(Bowlby, 1988). As staff described Sarah’s early childhood experiences characterised by a 
lack of secure attachments, due to rejection by her birth parents and numerous residential 
placements, it was hypothesised that she may have been exhibiting an anxious-ambivalent 
attachment pattern (Ainsworth et al., 1978, citied by Bowlby, 1988). Moreover, Sarah may 
have perceived the recent withdrawal of staff time and attention due to staff shortages, which 
precipitated her behaviour, as a threat of abandonment. Using Malan’s (1979) triangle of 
conflict, Sarah’s behaviour was viewed as a separation protest and defence against anxieties 
about real or imagined abandonment that repeated her early experiences. The hidden feeling 
may have been anger and in response to the loss of attachment figures and her ‘secure base’.
Intervention
Planned brief psychotherapy was indicated as the most appropriate treatment plan. Initial 
sessions aimed to create a ‘secure base’ (Bowlby, 1988). A pictorial contract was used to plan 
sessions. Intervention focused on gradually exploring her representational models of herself 
and her attachment figures. Life story work facilitated discussions about her relationships with
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significant figures in her current life and later of the loss of past valued relationships with staff 
and other relationships in Sarah’s life. After a ‘honeymoon’ period of therapy she was distant, 
disengaged and extremely irritated with the trainee. Interpretations were made about Sarah’s 
behaviour and feelings towards the trainee and this was likened to the way she treated staff 
and how she felt about her past losses. Therapy then focused on her grief about these losses to 
try and work through them. Issues of termination were continually addressed using the life 
story chart to provide therapy with a structured beginning, middle and ending. Sarah appeared 
to cope well with termination in sessions and viewed talking about her experiences as an 
achievement. A presentation of her behaviour in attachment terms was given to staff and they 
agreed to allocate an hour of staff time a week to her for individual activities.
Outcome/Evaluation
The HoNOS-LD (Roy et al., 2000) was administered twice, at baseline and post-therapy. 
These measures indicated that Sarah’s scores had remained the same in all areas of 
functioning, except ‘problems with relationships’ where her score had increased from 1 (mild) 
to 2 (moderate). This post-therapy measure supported staff reports that Sarah’s behaviour had 
begun to deteriorate about the time of termination. However, key staff had left the hostel for 
alternative employment and so staff had even less time for her. However, Sarah appeared to 
make steady progress in widening her emotional repertoire and acknowledging her negative 
feelings within the therapeutic relationship. A follow up was also arranged with the staff team 
and the trainee’s supervisor.
On reflection, more work was needed on addressing termination issues evident by the increase 
in challenging behaviour. Although the pictorial contract made Sarah aware that therapy was 
time limited, it is possible that a more in depth exploration of these issues was needed to 
ensure Sarah fully understood the implications of ending.
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CHILD, ADOLESCENT AND FAMILY CASE REPORT SUMMARY 
“Behavioural assessment and management of a 3 year old boy presenting with 
hyperactive and aggressive behaviour.”
Reason for referral
Daniel, a 3 year old white British boy of Italian descent was referred to the Child and 
Adolescent Mental Health Service by his GP for an assessment of possible Attention Deficit 
Hyperactivity Disorder (ADHD) because of his hyperactive and aggressive behaviour
Assessment
Information regarding the nature of Daniels’ behaviour problems was gathered through 
assessment interviews with his parents and nursery staff, observations of Daniel at home and 
nursery, behaviour records completed by parents, the Strengths and Difficulties Questionnaire 
and the Conner’s Parent and Teacher Rating Scales-Revised completed by nursery staff and 
parents, telephone conversations with his GP and Health Visitor and a Parenting Stress Index. 
His behaviour was occurring mostly at home and his parents identified physical aggression as 
the priority for change.
Formulation
An initial formulation of Daniel’s behaviours was in terms of social learning theory. The 
setting events to his behaviours were being at home, mainly with his mother, at any time of 
day in any situation. Proximal antecedents were his demands not being met immediately or by 
being alone for a short time (Herbert, 1987). Distal antecedents may have been his sibling’s 
birth and developmental advances towards toddlerhood independence. Daniel’s observation of 
his parents’ aversive methods of discipline became a distal antecedent and consequence to his 
aggression. Differences in parenting styles, an insecure attachment, reported marital discord 
and Daniel’s difficult temperament were vulnerability factors. Proximal consequences of his 
behaviours were that his parents ‘told him off and often smacked him. Daniel may have 
learnt this gained parental attention and intermittently positively reinforced his behaviour.
Intervention
Parent management training (PMT) based on the principles of social learning theory was 
indicated as the most appropriate treatment plan (Webster-Stratton & Herbert, 1994). Daniel’s 
parents were informed that Daniel did not fit the diagnosis for ADHD. Initial sessions focused 
on play skills to enable Daniel’s parents to introduce positive feelings into the parent-child 
relationship. Homework tasks involved home play sessions for at least 15 minutes every day.
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Daniel’s parents tried to ‘catch’ Daniel in good behaviour and praise him. Target prosocial 
behaviours included being kind to his brother and sitting at the table for meals. A tangible 
reward program was also introduced to increase Daniel’s prosocial behaviours. Later sessions 
focused on teaching Daniel’s parents methods of decreasing his aggressive behaviour through 
limit setting. Appropriate parental limits for Daniel’s behaviour were sensitively negotiated 
due to his parents’ differing cultural parenting practices. Parents were taught effective ‘time 
out’ skills to provide consistent consequences to his behaviours and reported a decrease in 
Daniel’s aggressive behaviours. The principle of modelling was explained to parents and they 
agreed to stop using smacking to discipline and to continue using the strategies.
Outcome/evaluation
The PSI and the SDQ (parent and teacher) were administered twice, at baseline and post­
intervention. Daniel’s scores on the SDQ had decreased from baseline to post-intervention. 
His parental total difficulties score indicated a change from behaviour classified in the 
abnormal range to the normal range. Nursery staffs’ total difficulties SDQ score and Daniel’s 
mother’s scores on the PSI had decreased. Daniel’s parents’ reported a significant decrease in 
the frequency of Daniel’s aggressive behaviour from twice a day to once every ten days and 
an increase in Daniel’s positive behaviours. The trainee’s observations indicated that the 
frequency of his aggressive behaviour was lower in comparison to those at baseline.
On reflection, the key elements to success of the PMT were Daniel’s father’s ability to 
compromise his cultural beliefs about parenting to benefit from a less stressful environment. 
More emphasis could have been placed on the importance of working on the marital issues 
and their interface with the success of parent training. Although the PMT provided short-term 
gains, it may maintain his parents’ marital difficulties in the long term.
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ADOLESCENT CASE REPORT SUMMARY
“Cognitive behavioural therapy with a 17 year old girl presenting with nightmares and 
associated anxiety.”
Reason for referral
Rachel, a 17 year old white British girl was referred to the Adolescent Service by her GP for 
assessment and management of her nightmares and associated anxiety symptoms.
Assessment
Assessment consisted of three semi-structured interviews and use of the Beck Anxiety 
Inventory (BAI). This indicated that Rachel’s degree of anxiety was severe with a score of 29. 
She reported experiencing nightmares approximately three times a week and was unable to get 
back to sleep. She also reported experiencing anxiety symptoms that occurred mainly at night 
when she was alone in bed. Other assessment tools included the Impact of Events Scale- 
Revised as a measure of PTSD and the Beck Depression Inventory-Second Edition to measure 
depressive symptoms. Both sets of scores were in the minimal range.
Formulation
An idiosyncratic initial formulation of Rachel’s symptoms was considered in terms of the 
generic cognitive theory of anxiety. Her early experiences of a probable anxious attachment in 
infancy, early separation from her mother, overprotective parents, fear of the dark, family 
illnesses, bullying by her peers, and a sexual assault may have led Rachel to develop some 
dysfunctional assumptions and beliefs about herself and her world such as ‘I am vulnerable’, 
and ‘I cannot cope alone’. Rachel reported that the onset of her problems occurred as she and 
her family moved to London. This critical incident and her transition through adolescence 
may have triggered her negative beliefs. The activation of her danger schemas may have 
resulted in cognitive biases in her interpretations of events and a stream of negative automatic 
thoughts, which heightened her anxiety and manifested in her nightmares. Safety behaviours 
i.e. avoidance of being alone, seeking reassurance and checking prevented disconfirmation of 
her negative thoughts, increased her anxiety symptoms and maintained her nightmares.
Intervention
Cognitive-behavioural therapy (CBT) based on the cognitive model of emotional disorders 
(1976) was the most appropriate treatment plan. Rachel’s main goals for treatment were 
tackling her nightmares, anxiety symptoms and improving her sleep patterns. Initial sessions 
focused on demonstrating the links between thoughts, feelings and behaviour were explored
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using a recent example of her anxiety. Rachel learnt to identify her negative automatic 
thoughts recounting recent episodes of her anxiety in detail in sessions. Homework tasks later 
involved Rachel recording negative automatic thoughts whenever she felt anxious. Socratic 
questioning was used to elicit counter evidence to Rachel’s negative automatic thoughts. She 
was later encouraged to ‘reality test’ her negative thoughts by dropping her checking 
behaviours and monitoring her anxiety levels. She also learnt to think about her most frequent 
nightmare, change the ending and then practise the new dream for twenty minutes each day. 
Rachel’s underlying dysfunctional assumptions and beliefs were then challenged. This 
enabled her to recognise that although she could not prevent bad events from happening, she 
was able to alter her interpretation of their likelihood and her ability to cope with them.
Outcome/evaluation
The BAI, IES-R and BDI-II were administered twice, at baseline and post-intervention. 
Rachel’s anxiety score had decreased from baseline to post-intervention. Her BAI score had 
indicated a change from severe anxiety to not anxious. Rachel’s scores on IES-R supported 
indicated a change from the mild range of PTSD symptoms to the sub-clinical range and her 
BDI-II score had also fallen to 0 at post-intervention. Rachel’s reported a substantial change 
in both her anxiety symptoms and nightmares. She described how although she occasionally 
woke up at night and felt anxious, she was able to challenge her negative automatic thoughts 
which enabled her to go back to sleep easily. Rachel also reported a complete elimination of 
her nightmares and had not had one for at least four weeks prior to termination of sessions.
On reflection, this approach provided symptomatic relief to Rachel in the short term but it did 
not attempt to address the underlying anxiety maintaining interactions within the family. More 
emphasis could have been placed on exploring and addressing wider systemic issues and their 
impact on the success of the intervention.
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OLDER ADULT CASE REPORT SUMMARY
“Neuropsychological assessment of dementia and its’ differential diagnosis in a 73 year 
old man with a present diagnosis of Parkinson’s disease.”
Reason for referral
Michael, a 73 year old white British man of Scottish origin with a present diagnosis of 
Parkinson’s Disease (PD) was referred by his Consultant neurologist following an outpatient 
review. The neurologist suspected that an additional diagnosis of dementia might have been 
more appropriate and sought both clarification of this and differential diagnosis between the 
types of dementia through neuropsychological assessment.
Assessment
Semi-structured interviews gathered information regarding the history of the problem, medical 
and personal history. This led to the development of several possible hypotheses to guide the 
assessment. The aim was to assess whether Michael had neuropsychological profile consistent 
with Parkinson’s disease with dementia (PDD), Lewy Body Disease (LBD), Alzheimer’s 
Disease (AD) or Multi-Infarct dementia (MID). The following tests were used; Wechsler Test 
of Adult Reading, Information Processing Task A from the Adult Memory and Information 
Processing Battery, Digit Span, Block Design, Similarities, Vocabulary, Information and Digit 
Symbol-Coding subtests of the WAIS-III, Clock Drawing Test, Hayling and Brixton Tests of 
Dysexecutive Syndrome, Verbal Fluency subtest from Delis-Kaplan Executive Functioning 
System, Logical Memory, Verbal Paired Associates and Faces subtests of the WMS-III, 
Camden Short Recognition Memory Tests for both Words and Faces, Graded Naming Test 
and the Hospital and Depression Anxiety Scale.
Formulation
Michael’s neuropsychological profile showed impairments in executive functioning, 
psychomotor slowing and impaired manual dexterity, which provided support for PDD. These 
findings indicated a substantial decline from his predicted premorbid levels. Michael did not 
demonstrate global deficits in functioning and severe memory impairment that would provide 
support for AD. Similarly, he did not show patchy deficits in functioning and stepwise 
deterioration to provide support for MID (Lishman, 1998). However, Michael showed severe 
visuoconstructional deficits and some visuospatial difficulties that were particularly striking 
considering his previous occupation in electrical engineering. Michael also showed attention 
deficits, moderately impaired verbal fluency and deficits in recall and recognition memory. 
Consequently, these findings were most supportive of Lewy body dementia (LBD).
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Moreover, Michael’s personal history of recurrent visual hallucinations alongside his episodes 
of confusion and disorientation were typically characteristic of Lewy body dementia. His wife 
also reported fluctuating alertness from day to day and this has been described as an important 
clinical feature of the disease. Furthermore, as he experienced initial impairments in motor 
skills as his presenting complaint and these increased in severity, it was more likely that he 
had accompanying Lewy body dementia to his existing PD.
Intervention
The results of the assessment were shared with Michael, his wife and son. Although no 
specific recommendations were made to Michael or his family, they were informed that the 
neuropsychological assessment results had been sent to Michael’s Consultant Neurologist, 
who was primarily responsible for managing his care.
Outcome/evaluation
It was probable that further neurological investigation would be undertaken in the light of 
these findings, with additional neuroimaging possible. Advice on future prognosis would have 
included explaining to Michael’s family that they should expect him to continue experiencing 
visual difficulties, that he may be more alert, concentrate better and remember more things on 
some days than others. Furthermore, that these problems would be expected to occur 
alongside his existing physical impairments associated with PD.
Although the assessment appeared to answer the referral question, it may have been preferable 
to assess Michael’s visuospatial and visuoperceptual deficits more comprehensively. This may 
have included administering subtests from the VOSP (Warrington & James, 1991) that could 
have specifically assessed deficits in the dorsal and visual processing pathways, which are 
thought to underlie visual processing impairments of LBD.
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RESEARCH DOSSIER
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INTRODUCTION TO THE RESEARCH DOSSIER
This dossier represents research experience whilst studying for the degree of Doctor of 
Psychology (PsychD) in Clinical Psychology. It contains a research log and two research 
projects conducted in the first and third years of training. These research projects utilise both 
quantitative and qualitative methodologies.
Please note that all clients’ names and identifiers in this section have been changed to preserve 
anonymity.
AN OVERVIEW OF RESEARCH EXPERIENCE GAINED DURING TRAINING
• Research Log
• Service Related Research Project
• Major Research Project
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ABSTRACT
Title
A Survey of Interest, Training and Attitudes of Primary Care Nurses to Mental Health 
Problems.
Objectives
To conduct an exploratory study into primary care nurses’ interest in mental health, 
perceptions of the psychological aspects of their role, and teaching and further training 
undertaken in mental health. To identify demand for additional training, support and 
supervision from clinical psychology services and their contact with mental health 
professionals. To investigate nurses’ attitudes to mental illness and to inform change by 
feeding back information.
Design
A descriptive design was used. A postal survey of primary care nurses was conducted in GP 
practices.
Results
The overall response rate was 74% (68 participants). Significantly more nurses had an interest 
in mental health than did not (pO.OOl). The most frequent psychological aspect of their role 
was ‘supportive/counselling’. Teaching was categorised as ‘limited and /or too long ago’, and 
significantly fewer nurses had already undertaken further training than had not (p<0.05). 
Demand for additional training in mental health was high. Significantly fewer nurses received 
supervision than did not (p< 0.001) and nurses had most frequent contact with Community 
Psychiatric Nurses (79%). Attitudes across professional groups were homogenous and there 
were not significant relationships with other variables.
Conclusions
The results are discussed in terms of implications for the service. Findings indicate an 
increasing gap between demands of nurses’ mental health work and their education and skills. 
Recommendations to inform future service developments are suggested. The need for a future 
study with a larger, more representative sample is highlighted.
I l l
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INTRODUCTION
The need for improved integration of mental health services
The introduction of the National Service Framework for Mental Health by the government in 
1999 set national standards for the future configuration of mental health services. Emphasis 
was placed on closer working partnerships between primary care and specialist mental health 
service providers, based on the rationale that mental health services exist on a continuum 
(DoH, 1999).
The need for improved integration of psychotherapeutic services
These ideas relate closely with a previous government initiative, the NHS Strategic Review of 
Psychotherapy Services (DoH, 1996). This found that psychotherapy services were poorly co­
ordinated and planned, with lack of integration between secondary and primary care. The 
Strategic Review provided a framework for psychotherapy services, at both generalist and 
specialist levels. It suggested that types of psychotherapy available in the NHS should include 
(DoH, 1996):
Type A (integral): psychological treatment as an integral component of mental health care. 
(This includes anxiety management, family meetings or counselling when they are offered as 
part of a programme of care. A wide range of professionals may offer this).
Type B (generic): eclectic psychological therapy and counselling. (A “stand alone” treatment 
informed by an integration of more than one theoretical framework).
Type C (formal): formal psychotherapy practised within particular theoretical models with 
well-developed protocols, undertaken by specialist practitioners.
Psychological Therapies Working in Partnership (DoH, 2000) suggested that specialised 
supervision, consultation and training should be provided from local psychological therapy 
services especially to generalist workers with type A skills.
How the research question was generated
The NHS Trust was undertaking a reconfiguration to become a new Mental Health Trust by 
April 2002. Psychological Therapies began a reorganisation of their service to examine how 
psychological skills were being used. They aimed to utilise both generalist and specialist
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mental health workers more effectively based on the National Service Framework (DoH, 
1999) and Strategic Review (DoH, 1996).
The current research question was generated through discussions about how clinical 
psychology services could develop and support generalist primary care workers. An emphasis 
was placed on clinical psychologists working at a more organisational level through training 
and consultancy services. It was recognised that those generalist workers that applied 
psychology as an integral part of their role (type A psychotherapy), specifically primary care 
nurses, had frequent contact with mental as well as physical health problems. However, they 
may not have the necessary skills or support for this aspect of their role. It was agreed that in 
order to plan future support from psychology services, a survey was needed to establish 
primary care nurses’ views in this area.
Training needs of primary care nurses in mental health
Few studies have focused on the training needs and skills of primary care nurses in mental 
health. Seeker, Pidd and Parham (1999) investigated practice nurses’ roles in mental health in 
primary care. Results showed nurses’ experienced poor relationships with mental health 
professionals and a lack of support in their mental health work. In another study, Nolan, 
Murray and Dallender (1999) found that primary care nurses were working with clients with a 
wide range of mental health problems and felt unprepared for this aspect of their role.
In addition to the training and support needs of primary care nurses, attitudes toward mental 
health also play an integral role in the provision of care. Cambell (2001) pointed out that the 
disempowering attitudes and practices of mental health professionals can contribute to the 
social exclusion of people with mental health problems. Research investigating theories of 
stigma and stereotype suggest that knowledge and training can challenge such beliefs 
(Pruegger & Rogers, citied in Holmes, Corrigan, Williams, Canar, & Kubiak, 1994). 
Consequently, the promotion of positive and accepting attitudes towards people experiencing 
mental health problems will be a central part of any future training and support to primary 
care nurses.
Research Aims
With this research in mind, the aims of the current study were twofold. Firstly, to explore:
• Primary care nurses’ interest in mental health and perceptions of the psychological 
aspects of their role.
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• Teaching received during professional training and further training already 
undertaken in mental health.
• The demand for additional training, support and supervision from clinical psychology 
services.
• Primary care nurses’ contact with mental health professionals.
And secondly to:
• Investigate primary care nurses’ attitudes towards mental illness.
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METHOD
Design
A descriptive design was employed. The study was a cross-sectional postal survey.
Setting
The study took place in General Practice Surgeries throughout the NHS Trust.
Participants
The sample consisted of 92 primary care nurses based in GP practices. Three professional 
groups (District Nurses, School Nurses and Health Visitors) were included in the study. 
Although the intention of the study was to incorporate practice nurses as a fourth professional 
group, it was not possible to gain access to them due to managerial policies within the Trust. 
All nurses in the other three professional groups were included in the study.
Ethical Considerations
The Head of the Adult Services verbally stated that no ethics approval was required for the 
study. However, verbal permission to undertake the study was sought from nursing managers.
Measures
The questionnaire used in the study was divided into two sections corresponding to different 
research aims (see appendix 1).
.Section 1
The first section was developed in consultation with the Head of the Adult Services. The only 
demographic data collected was nurses’ years of experience in primary care. Other questions 
included nurses’ interest in mental health and assessing requirements for further training. 
Closed questions with dichotomous responses were mainly used in this section. Some open 
questions were included to enable participants to elaborate and freely express their views. This 
section included eight questions.
Section 2: Community Attitudes toward the Mentally III (CAMI; Taylor and Dear, 1981)
The second section of the questionnaire consisted of a standardised attitude scale with forty 
statements, each requiring a likert scale response. The CAMI measures four different 
dimensions of attitudes toward the mentally ill, Authoritarianism (viewing the mentally ill as 
inferior), Benevolence (sympathetic view), Social Restrictiveness (viewing the mentally ill as
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a threat to society) and Community Mental Health Ideology (belief in the value of community 
care). It has adequate reliability for research purposes, with internal consistency values of .88, 
.80, .76 and .68 respectively (Taylor and Dear, 1981). However, the scale has not been used 
with mental health professionals and no norms are provided for the CAMI. The questionnaire 
was piloted with a representative from each nursing group. The input of nurses at this stage 
was considered invaluable to ensure meaningful and reliable responses (Stallard, 1996). No 
changes were made as a result of piloting.
Procedure
A postal survey was the chosen method due to time and cost constraints. This method was 
also considered the most appropriate to ensure anonymity and confidentiality of responses. 
The questionnaires were however, coded to allow the professional group to be identified. This 
allowed for comparisons between primary care nurses in different professional groups.
Each group was approached at a regional meeting prior to the questionnaires being mailed. 
The research proposal was outlined at these meetings and any questions or concerns 
discussed. Each nurse was then approached by letter, which accompanied the questionnaire. 
The cover letter outlined the brief nature of the study and its confidential, anonymous and 
voluntary nature (see appendix 2). Participant details were accessed through administration 
staff in the GP practices. Two weeks after each group received the questionnaire, another one 
was sent with a reminder letter (see appendix 3). These were mailed to all participants, as it 
was not possible to identify those who already returned questionnaires due to the anonymous 
nature of the study. In addition, the second mailshot of questionnaires was followed up by a 
telephone call to each GP practice.
Table 1: Circulation of Questionnaires
Action Day
Nurses approached at regional meeting 1
First mailshot of questionnaires and cover letter sent 2
Second mailshot of questionnaires and reminder letter sent 16
Telephone contact with practice surgery 16
Data collection completed 44
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RESULTS 
Quantitative Data
Descriptive analyses of the quantitative data were conducted. Chi-square tests were chosen to 
evaluate the proportions of individuals who fell into categories. An a priori power analysis 
(Erdfelder, 1996) for a chi-square test (alpha =0.05, power =0.95, effect size =0.5) indicated 
that 52 participants would be required for meaningful inferential statistics. Chi-square tests 
and simple non-parametric tests (Spearman rank correlation and Mann Whitney U) were 
carried out, as the data was not normally distributed.
Qualitative Data
Content analysis was used to analyse data from the open questions. This method extracts 
meaning from the responses obtained and groups them into categories (Day, 1993). This was 
carried out for each of the five qualitative questions (see appendix 4). Due to the large number 
of categories, many of them containing only one or two extracts, and their concrete nature, 
reflected directly in the extracts themselves, it was not judged appropriate to undertake inter- 
rater reliability on this data.
Response Rates (Tables 2 and 3)
A summary of response rates is presented in the tables 2 and 3 below.
Table 2. Overall Response Rate
Action Day Total
returned
% of total 
returned
Nurses approached at regional meeting 1 - -
First mailshot of questionnaires and cover letter 
sent
2 34 37%
Second mailshot of questionnaires, reminder letter 
and telephone contact with practice surgery
16 34 37%
Total - 68 74%
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Table 3, Response Rate from each Professional Group
Professional Group Total 
potential 
sample size
Number
returned
%
returned
School Nurses 9 8 88%
Health Visitors 37 27 73%
District Nurses 46 33 72%
Total 92 68 74%
Participants
The only demographic data collected related to years of experience in primary care. 
Information regarding gender was not collected because it was previously known that the 
majority of the sample was female (91 out of 92).
Table 4. Years of experience in primary care
Years of 
experience 
in primary care
School
Nurses
Health
Visitors
District
Nurses
Total
1 year or less 1 (13%) 0 (0%) 6(18%) 7 (10%)
2 -1 0  years 4 (50%) 7 (26%) 17 (52%) 28 (42%)
11 -  20 years 3 (37%) 12 (45%) 5 (15%) 20 (29%)
2 1 -3 0  years 0 (0%) 6 (22%) 3 (9%) 9 (13%)
30 -  38 years 0 (0%) 2 (7%) 2 (6%) 4 (6%)
Total 8 (100%) 27 (100%) 33 (100%) 68 (100%)
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Research aim 1: Primary care nurses’ interest in mental health and perceptions of the 
psychological aspects of their role.
L I Interest in mental health (Tables 5, 6 & 7)
All the School Nurses reported an interest in mental health, followed by 96% (26 out of 27) of 
the Health Visitors and 82% (27 out of 33) of the District Nurses.
Table 5. Interest in mental health
Professional
Group
Interest in mental health
Yes No Total
School Nurses 8 (100%) 0 (0%) 8 (100%)
Health Visitors 26 (96%) 1 (1%) 27 (100%)
District Nurses 27 (82%) 6 (18%) 33 (100%)
Total sample 61 (90%) 7 (10%) 68 (100%)
In the total sample, significantly more nurses had an interest in mental health than did not (chi 
square test (df=1, N = 68) = 42.88, p < 0.001).
Content Analysis
When nurses described their interest, the most common category that emerged was coded as a 
‘holistic approach’. This was defined as nurses’ reporting an interest in both physical and 
mental health assessment and care. 19 out of 53 (36%) of nurses’ responses to question 2 fell 
into this category.
Table 6. Holistic approach category
Professional Group Statement
School Nurse - ‘Because I feel it is part of a person (holistic approach) and has an 
effect on their physical well being’.
Health Visitor - ‘To promote holistic care, the mental and physical aspects must be 
included within the package’.
District Nurse -‘Both the physical and psychological aspects of health are relevant 
when assessing therefore ensuring a holistic view’.
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The other categories that emerged are listed below in table 7.
Table 7. Other categories
Other Categories Number of 
respondents
Groups
Specific interests (lists of specific mental health interests) 10 2 & 3
Current caseload 5 2 & 3
Understanding and emotional support 5 2 & 3
Personal interest 2 1 & 2
Prevention 2 2
Impact of mental health on rest of life 1 2
Information on how to cope with mental health of clients 2 3
Training 2 3
Life changes impact on mental health 1 2
Impact of mental health on families, education/lifestyle 1 1
Impact on delivery of care 1 3
Impact on quality of life 1 3
Information to give to patients 1 3
1.2. Psychological aspects of role (Tables 8 & 9)
Content Analysis
In describing the psychological aspects of their role, the most frequent category was coded as 
‘supportive/counselling’. This was defined as providing emotional support and counselling to 
children and adolescents, patients and families. 25 out of 80 (31%) of nurses’ responses to 
question 3 fell into this category. Some nurses gave more than one response to this question.
Table 8. Supportive/counselling category
Professional Group Statement
School Nurse - ‘Supporting adolescents with psychological problems due to stress 
at school or home, from bullying or relationship problems, low self 
esteem, substance misuse in themselves or family members’.
Health Visitor - ‘Supporting parents in dealing with behaviour problems and 
supporting women with post natal depression’.
District Nurse - ‘Listening, counselling and emotional support’.
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Other interesting categories related to the assessment and identification of mental health needs 
(8/80, 10%). A full list of categories is given in table 9.
Table 9. Other categories
Other Categories Number of 
respondents
Groups
Liaison/refer on to specialist services 10 1, 2 & 3
Assessment and identification of psychological needs 8 2 & 3
Intervention and management of psychological problems 7 2
Supporting patients with psychological aspects of illness 6 3
Specific aspects (lists of specific aspects of mental health) 5 1 &3
Supportive role with families experiencing life changes 5 2
Holistic approach (interest in mental health assessment and care) 5 3
Supportive/advisory role with parents and teachers 2 1
Promotion of good mental health 2 2
Advisory role with parents 1 2
Preventative work 1 2
Providing patients with information 1 3
Psychological impact on nurses themselves 1 3
Teaching parenting skills 1 1
Research aim 2: Teaching received during professional training and further training 
already undertaken in mental health.
2.1. Teaching during professional training on mental health (Tables 10 & 11)
Content Analysis
The main category that emerged was described as teaching as being ‘limited and/or too long 
ago’. 23 out of 43 (54%) of nurses’ responses to question 4 fell into this category.
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Table 10. Limited and/or too long ago category
Professional
Group
Statement
School Nurse - ‘Touched on during degree in community health -  not in depth enough’.
Health Visitor - ‘My professional training was some years ago and training in mental 
health was limited’.
District Nurse - ‘In nurse training very little (I qualified in 1965!)’.
Other categories that emerged are listed below in table 11. 
Table 11. Other categories
Other Categories Number of 
respondents
Groups
In general nurse (R.G.N.) training (8-12 weeks as a nursing 
student)
17 1, 2 & 3
Specific aspects (lists of specific aspects of mental health) 2 3
Study days 1 1
2.2. Further training already undertaken in mental health (Tables 12,13 & 14)
Although the majority of nurses reported they had an interest in mental health, only 34% (23 
out of 68) had undertaken any further training in this area.
Table 12. Further training in mental health
Professional
Group
Further training in mental health
Yes No Total
School Nurses 1 (12%) 7 (88%) 8 (100%)
Health Visitors 16 (59%) 11 (41%) 27(100%)
District Nurses 6 (18%) 27 (82%) 33 (100%)
Total sample 23 (34%) 45 (66%) 68 (100%)
In the total sample, significantly fewer nurses had undertaken further training in mental health 
than had not (chi square test (df=1, N = 68) = 7.11, p < 0.05).
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Content Analysis
The most common category was coded as ‘other training’. This was defined as training 
courses that contained aspects of mental health such as depression management and listening 
skills. 11 out of 38 (29%) of nurses’ responses to question 5 fell into this category.
Table 13. Other training category
Professional
Group
Statement
Health Visitor - ‘Some training in child protection contained aspects of management of 
depression, emotional problems’.
District Nurse - ‘I have done a ITEC massage course during which mental health issues 
were addressed’.
All the remaining categories were also very diverse. Theses are listed below in table 14.
Table 14. Other categories
Other Categories Number of 
respondents
Groups
Counselling qualifications 9 2 & 3
Post natal depression training 7 2
Psychology qualifications 5 2 & 3
Study days 3 1
Working with mental health professionals 1 1
“No- but..” 1 1
Reading 1 1
Research aim 3: The demand for training, support and supervision from clinical 
psychology services.
3.1. Request for additional training and support (Table 15)
96% (26 out of 27) of Health Visitors requested additional support for post -natal depression 
and children’s behaviour problems. 100% (8 out of 8) School Nurses requested support for 
children’s behaviour problems and bereavement. 79% (26 out of 33) of the District Nurses 
requested training in managing pain and bereavement. Full results are given in table 15.
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Table 15. Request for further training and support
Psychological problem Professional Group
School Nurses Health
Visitors
District
Nurses
Total
Depression 7 (88%) 23 (85%) 24 (73%) 54 (79%)
Post natal depression 1 (13%) 26 (96%) 4 (12%) 31 (46%)
Anxiety 7 (88%) 22 (82%) 20 (61%) 49 (72%)
Physical /sexual abuse issues 7 (88%) 20 (74%) 11 (33%) 38 (56%)
Bereavement 8 (100%) 23 (86%) 26 (79%) 57 (84%)
Pain 1 (13%) 15 (56%) 26 (79%) 42 (62%)
Children’s behaviour problems 8 (100%) 26 (96%) 4 (12%) 38 (56%)
Other: Substance misuse 1 (13%) 0 (0%) 0 (0%) 1 (2%)
Terminal illness 0 (0%) 0 (0%) 1 (3%) 1 (2%)
Abnormal grief 0 (0%) 0 (0%) 1 (3%) 1 (2%)
Personality disorders 0 (0%) 1 (4%) 0 (0%) 1 (2%)
Sleep problems 0 (0%) 1 (4%) 0 (0%) 1 (2%)
Child protection issues 0 (0%) 1 (4%) 0 (0%) 1 (2%)
Bed wetting/soiling 0 (0%) 1 (4%) 0 (0%) 1 (2%)
Post traumatic stress 
disorder
0 (0%) 1 (4%) 0 (0%) 1 (2%)
3.2. Supervision receivedfor mental health aspects o f role (Tables 16,17 & 18)
50% (4 out of 8) School Nurses reported that they received supervision, compared to 4% (1 
out of 27) of the Health Visitors and 12% (4 out of 33) of the District Nurses. In the total 
sample, significantly fewer nurses received supervision than did not (chi square test (d f=1, N 
= 68) = 36.76, p<  0.001).
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Table 16. Supervision for mental health aspects of role
Professional
Group
Supervision for mental health aspects of role
Yes No Total
School Nurses 4 (50%) 4 (50%) 8 (100%)
Health Visitors 1 (4%) 26 (96%) 27 (100%)
District Nurses 4 (12%) 29 (88%) 33 (100%)
Total sample 9 (13%) 59 (87%) 68 (100%)
Content Analysis
The main category that emerged from this question was coded as ‘supervision by other mental 
health professionals’. This was defined as mental health professionals providing or being 
available for informal supervision. 5 out of 18 (28%) of nurses’ responses to question 7 fell 
into this category.
Table 17. Supervision by other mental health professionals
Professional
Group
Statement
School Nurse The CPN in the CAMHS team has offered informal sessions when I feel I 
need one, but I feel very strongly that with the increase of this area of work 
within school nursing, supervision should be mandatory’.
Health Visitor -‘Counsellor supervision one and a half hours per month’.
District Nurse -‘Not formally, but I can contact any member of the CAMHS team for 
advice.’
Other categories that emerged are listed below in table 18.
Table 18. Other categories
Other Categories Number of 
respondents
Groups
Child protection supervision 5 1 & 2
“Not adequate” 4 2 & 3
Peer supervision 2 1 &3
Group supervision 1 1
Recently introduced supervision 1 3
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Research aim 4; Primary care nurses’ contact with mental health professionals.
4.1. Contact with mental health professionals (Table 19)
The findings from the total sample showed that nurses had most frequent contact with 
Community Psychiatric Nurses (79%) and least contact with Counselling Psychologists (6%). 
Full results are given in table 19.
Table 19. Contact with mental health professionals within the last four months
Mental Health Professional Contact
Yes No
Clinical Psychologist 14 (21%) 54 (79%)
Counselling Psychologist 4 (6%) 64 (94%)
Counsellor 14 (21%) 54 (79%)
Community Psychiatric Nurse 54 (79%) 14 (21%)
Occupational Therapist 27 (40%) 41 (60%)
Social Worker 38 (56%) 30 (44%)
Consultant Psychiatrist 12 (18%) 56 (82%)
Research aim 5: Investigate primary care nurses’ attitudes towards mental illness.
Non-parametric analyses (Mann Whitney U) were used to compare professional groups on 
attitude subscale scores. As the School Nurse sample was so small, only District Nurses and 
Health Visitors were compared. There were no significant differences in attitudes between 
these two professional groups (see table 20). Further non-parametric analyses (Spearmans 
rank correlation and Mann Whitney U) were used to assess the relationships of two variables, 
years of experience in primary care and whether they had already undertaken further training 
in mental health, with attitude subscale scores in the total sample. There were no significant 
differences in attitudes in relation to these variables (see tables 21 & 22). Whether nurses had 
an interest in mental health and whether they received supervision were not tested for as each 
variable produced a very small and very large group.
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Table 20. Means, Standard Deviations and Mann Whitney IPs comparing Health 
Visitors and District Nurses on the four attitude subscales
CAMI Attitude 
Subscales
*SchooI
Nurses
group
Means
(standard
deviations)
Health
Visitors
group
Means
(standard
deviations)
District
Nurses
group
Means
(standard
deviations)
Total
Means
(standard
deviations)
z P
Authoritarianism 31.5 31.1 31.4 31.3 -.664 .507
(2.4) (2.3) (2.0) (2.1)
Benevolence 29.0 28.5 29.0 28.8 -.600 .548
(1.7) (2.5) (2.2) (2.2)
Social 33.4 32.6 33.6 33.2 -1.600 .109
Restrictiveness (2.1) (2.4) (2.2) (2.3)
Community 30.1 30.2 30.3 30.2 -1.472 .637
Mental Health (1.1) (1.4) (1.8) (1.6)
Ideology
* Not included in the group comparisons.
Table 21. Spearman’s Rank Correlation comparing years of experience in primary care 
with the four attitude subscales
Statistics Years of Experience
Authoritarian
Subscale
Benevolence
Subscale
Social
Restrictiveness
Subscale
Community 
Mental Health 
Ideology Subscale
Correlation
Coefficient
-.062 -.127 -.162 -.016
Sig. (2-tailed) .615 .301 .187 .897
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Table 22. Means, Standard Deviations and Mann Whitney U’s comparing further 
training and no further training groups on the four attitude subscales
CAMI Attitude Subscales Further training 
group 
Means 
(standard 
deviations)
No further 
training group 
Means 
(standard 
deviations)
z P
Authoritarianism 31.2 31.3 -.309 .758
(2.2) (2.1)
Benevolence 29.0 28.7 -.281 .778
(2.4) (2.2)
Social Restrictiveness 32.6 33.5 -1.711 .087
(2.1) (2.4)
Community Mental Health 30.1 30.3 -.512 .609
Ideology (1.9) (1.4)
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DISCUSSION
The aims of this research were firstly, to explore primary care nurses’ interest in mental health 
and perceptions of the psychological aspects of their role, teaching and further training already 
undertaken in mental health, demand for additional training, support and supervision and 
contact with mental health professionals and secondly to investigate their attitudes towards 
mental illness.
Interest in mental health and perceptions of psychological aspects of role
Previous research studies have found high rates of interest in mental health among primary 
care nurses (Gray, Parr, Plummer, Sandford, Ritter, Mundt-Leach, Goldeberg, & Goumay, 
1999; Seeker et al., 1999) and a consideration of mental health within a ‘holistic approach’ to 
nursing practice. The ‘holistic approach’ theme that emerged from the qualitative data 
supported these findings (Ford, Middleton, Palmer & Farrington, 1997). The 
‘supportive/counselling role’ of nurses identified was anticipated from the literature, which 
has recognised the supportive and therapeutic benefits o f ‘emotional labour’ in nursing (Mead 
et al., 1997; Thomas & Corney, 1993). Assessment and identification of mental health 
problems was also evident (Seeker et al., 1999).
Teaching and further training already undertaken in mental health
Some relevant teaching was expected to have been undertaken in nurses’ professional 
training, but over half reported it to be limited and/or too long ago to be useful in their current 
mental health work (Seeker et al., 1999; Crosland & Kai, 1998). Low rates of further training 
in this area were anticipated due to a lack of educational support available and little 
recognition regarding its importance for primary care nurses (Nolan et al., 1999). This was 
supported by the category of ‘other training’ that included courses undertaken which 
contained aspects of mental health. Both these factors appear to have contributed to nurses 
feeling unprepared for their mental health work (Nolan et al., 1999).
Demand for additional training, support and supervision
A large demand for additional training and support in mental health work was anticipated due 
to a perceived deficit of skills in this area (Ross, Bower, & Sibbald, 1994; Crossland & Kai,
1998). In addition, expected trends were evident within each professional group (Seeker et al.,
1999). For example, Health Visitors specifically identified post-natal depression as a training 
priority. Formal clinical supervision was expected to be a considerable problem for the mental 
health work of nurses (Ford et al., 1997) and qualitative data indicated that most relied
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informally on mental health professionals when a problem arose. The majority of nurses’ 
reported that they did not receive supervision in this area of their work. This may serve to 
increase nurses’ personal stress and lead to job dissatisfaction.
Contact with mental health professionals
Nurses’ frequent contact with CPN’s was anticipated (Nolan et al., 1999) because of the 
similarity in professional roles. Specific comments made informally during the initial research 
meetings suggested this may be due to lack of knowledge regarding the roles of other mental 
health professionals, especially their accessibility and referral processes.
Attitudes towards mental illness
The homogenous nature of attitudes across professional groups was not anticipated, however 
whether this is an accurate reflection or due to measurement error is debatable. Comparison of 
respondents and non-respondents in terms of attitudes may have highlighted sample bias. The 
high rate of interest in mental health reported by respondents suggests increased motivation in 
this area, which may be indicative of a difference in attitudes.
Limitations
In using self-report questionnaires it should be acknowledged that the occurrence of ‘socially 
desirable’ responses may lead to an over estimation of results (Barker, Pistrang & Elliott, 
1994), particularly as in this study an interest in mental health would be seen as a desirable 
response. Although the response rate was high, the sample size was too small for accurate 
generalisation of the findings and also lacked practice nurses in the achieved sample. In 
addition, despite the attitude scale being successfully used within the general population 
(Wolff, Pathare, Craig & Leff, 1996), it did not appear sensitive enough to detect differences 
in attitudes of health professionals. A bias to report only ‘professionally desirable’ responses 
may have reduced the reliability and validity of the attitude scale. Future research could focus 
on the design and construction of an attitude scale for use with this population.
Recommendations for the service
Increased training opportunities should be considered to reduce nurses’ overwhelming 
anxieties about their skills and practice in this area. Improved knowledge regarding referral 
processes and the roles of mental health professionals is recommended to ensure increased 
access to specialist services (DoH, 1999). Immediate access to clinical supervision is 
necessary to support and recognise the ‘supportive/counselling role’ of nurses’ in their routine 
mental health work. The re-development of services provides an ideal opportunity to deploy
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clinical psychologists’ consultancy, supervision and training skills effectively in way that will 
support generalist mental health workers (Mead et al, 1997). Moreover, such service changes 
may impact and shape the future work of clinical psychologists as they provide early 
intervention at a primary care level. This may prevent the development of more serious mental 
health problems, thus reducing referrals to clinical psychologists in secondary care and 
admissions into the psychiatric system.
The findings and recommendations have been fed back to the Head of Adult Services (see 
appendix 5) and future service developments are being considered as a result. They may also 
be of interest to similar clinical psychology services in other NHS Trusts.
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QUESTIONNAIRE 
Primary Care Nurses and Mental Health
With the government’s emphasis on primary mental health care, a need has arisen to review 
the provision of psychology services in this area. As primary care nurses are often the first 
point of contact for many patients, they are frequently faced with mental as well as physical 
health problems. In order to identify how psychology services can provide more support to 
this aspect of their role, the view of the primary care nurse is essential. The following 
questions aim to explore your views on some of the important issues to be considered when 
planning future support from psychology to primary care nurses.
Your individual responses are anonymous but localisable for research purposes to GP practice 
and professional group.
Section 1
1. How many years have you been working in primary care?
2. Do you have an interest in mental health or the psychological aspects of health? 
(Please circle)
Yes No
If Yes, please describe:
3. What do you perceive to be the psychological aspects your role? (Please describe)
4. In your professional training, what teaching do you receive on mental health issues or 
the psychological aspects of health? (Please describe)
5. Have you undertaken any further training in these areas? (Please circle)
Yes No
If Yes, please describe:
6. Do you have contact with one of the following mental health professionals? (Please 
tick)
Mental Health Professional Yes If Yes, please state when you last 
met with one
No
Clinical Psychologist
Counselling Psychologist
Counsellor
Community Psychiatric Nurse
Occupational Therapist
Social Worker
Consultant Psychiatrist
Other
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7. Do you receive supervision regarding the psychological aspects of your client work? 
(Please circle)
Yes No
If Yes, please describe:
8. Are you interested in receiving further psychological training and support in the 
management of mental health problems. For example; (Please tick)
Psychological problem Yes No
Depression
Post-natal depression
Anxiety
Physical /sexual abuse issues
Bereavement
Pain
Children’s behaviour problems
Other
139
S e c t io n  2
Mental health issues cover a broad range of experiences. In this section, we are 
particularly interested in your views toward people who experience more serious 
mental health difficulties. Your views will remain anonymous. Please circle your 
response to each statement listed below.
1. One o f the main causes o f  mental illness is a lack o f self-discipline and willpower.
strongly
agree
2
agree
3
neutral
i ,
disagree
2. The mentally ill have for far too long been the subject o f ridicule.
5
strongly
disagree
i  :> 2 i 5
strongly
agree
agree neutral disagree strongly
disagree
3. The mentally ill s iould not be given amy responsibility.
i  :I 2 i 5
strongly
agree
agree neutral disagree strongly
disagree
4. Residents should accept the location o f  mental health facilities in their 
neighbourhood to serve the needs o f the local community.
strongly
agree
2
agree
3
neutral disagree
5
strongly
disagree
5. The best way to h«andle the mentally i 1 is to keep them be lind locked doors.
i  ;: 2 i 5
strongly
agree
agree neutral disagree strongly
disagree
6. More tax money s iould be spent on t le care and treatment o f the mentally ill.
i  ; L 5
strongly
agree
agree neutral disagree strongly
disagree
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7. The mentally ill s iould be isolated frc>m the rest o f the cornmunity.
i  :> 3 5
strongly
agree
agree neutral strongly
disagree
disagree
8. The best therapy for many mental patients is to be part o f  a normal community
1 * \ 2 5
strongly
agree
agree neutral disagree
9. There is something about the mentally ill that makes it easy to tell them from
strongly
disagree
1 / > i i 5
strongly
agree
agree neutral disagree strongly
disagree
10. We need to adopt a far more tolerant attitude toward the mentally ill in our so ciety.
i  :: : L 5
strongly
agree
agree neutral disagree strongly
disagree
11. A woman would be foolish to marry a man who has suffered from mental illness, 
even though he seems fully recovered.
i  ; \ 2 i 5
strongly
agree
agree neutral disagree strongly
disagree
12. As far as possible, mental health services should be provided through community 
based facilities.
1 » 2 L 5
strongly agree neutral disagree strongly
agree disagree
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13. As soon as a person shows signs o f mental disturbance, he should be hospitalised.
i  : L 5
strongly
agree
agree neutral disagree strongly
disagree
14. Our mental hospitals seem more like prisons than places where the mentally ill can 
be cared for.
1 / \ 2 L 5
strongly
agree
agree neutral disagree strongly
disagree
15 .1 would not wanl to live next door to someone who has been mentally ill.
i  :\ 2 L 5
strongly
agree
agree neutral disagree strongly
disagree
16. Locating mental health services in residential neighbourhoods does not endanger 
local residents.
1 /1 2 L 5
strongly
agree
agree neutral disagree strongly
disagree
17. Mental patients rieed the same kind ()f control and discip ine as a young child.
i  :> * i A 5
strongly
agree
agree neutral disagree strongly
disagree
18. We have arespo risibility to provide :he best possible cartj for the mentally ill.
i  ;I 2 i 5
s t r o n g l y
a g r e e
a g r e e n e u t r a l d i s a g r e e s t r o n g l y
d i s a g r e e
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19. Anyone with a history o f mental problems should be excluded from taking public 
office.
1 \ I L 5
strongly
agree
agree neutral disagree strongly
disagree
20. Residents have nothing to fear from people coming into their neighbourhood to 
obtain mental health services.
strongly
agree
2
agree
3
neutral disagree
5
strongly
disagree
21. Mental illness is an illness like any other.
i  ; \ 2 5
strongly
agree
agree neutral disagree strongly
disagree
22. The mentally ill don’t deserve out sympathy
1 > 2 t 5
strongly
agree
agree neutral disagree strongly
disagree
23. The mentally ill should not be denie<i  their individual rig its.
i  : \ 1 5
strongly
agree
agree neutral disagree strongly
disagree
24. Mental health fa(nlities should be ke 3t out o f residential rleighbourhoods.
i  : \ 2 5
s t r o n g ly
a g r e e
a g r e e n e u t r a l d i s a g r e e s t r o n g l y
d i s a g r e e
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25. The mentally ill should not be treated as outcasts o f  society.
1 » 2 i 5
strongly
agree
agree neutral disagree strongly
disagree
26. The mentally ill are a burden on society.
1 * \ 2 i 5
strongly
agree
agree neutral disagree strongly
disagree
27. Mental patients should be encourage d to assume the responsibilities o f norma
i  :> i * 4 5
strongly
agree
agree neutral strongly
disagree
disagree
28. Local residents have a good reason to resist the location o f mental health services
1 K» 2 4 5
strongly
agree
agree neutral disagree strongly
disagree
29. Less emphasis siiould be placed on firotecting the public rom  the mentally ill.
i  :> 2 i 5
strongly
agree
agree neutral disagree
30. Increased spending on mental health services is a waste o f tax money.
strongly
disagree
i  : \ ' 2 L 5
s t r o n g l y
a g r e e
agree neutral disagree s t r o n g l y
d i s a g r e e
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31. No one has the right to exclude the mentally ill from their neighbourhood
strongly
agree
2
agree
3
neutral
5
strongly
disagree
disagree
32. Having mental patients living within residential neighbourhoods might be good
therapy but the risks to residents are far :oo great.
i  ;I 2 L 5
strongly
agree
agree neutral disagree
33. Mental hospitals are an outdated means o f treating the mentally ill.
strongly
disagree
i  ; \ 2 L 5
strongly
agree
agree neutral disagree
34. There are sufficient existing services for the mentally ill.
strongly
disagree
1 / \ 2 i 5
strongly
agree
agree neutral disagree
35. The mentally ill are far less o f a danger than most people suppose.
strongly
disagree
1
strongly
agree
2
agree
3
neutral disagree
5
strongly
disagree
36. It is frightening to think o f people with mental problems living in residential 
neighbourhoods.
1 / > 2 L 5
s t r o n g ly
a g r e e
a g r e e n e u t r a l d i s a g r e e s t r o n g l y
d i s a g r e e
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37. Virtually anyone can become menta ly ill.
i  :I • 1 5
strongly
agree
agree neutral disagree strongly
disagree
38. It is best to avoic anyone who has mental problems.
i  :\ I L 5
strongly
agree
agree neutral disagree
39. Most women who once were patients in a mental hospital can be trusted as
strongly
disagree
1 \ : 5
strongly
agree
agree neutral disagree
40. Locating mental health facilities in a residential area downgrades the
strongly
disagree
1 I : 5
strongly
agree
agree neutral disagree strongly
disagree
Thank you for completing this questionnaire. Please return it to 
Psychologist, in the envelope provided.
Trainee Clinical
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COVERING LETTER
All primary care nurses in th e .................... NHS Trust
Re: Research surveying interest, training, and attitudes of Primary Care Nurses to 
psychological health problems.
With the recent developments in primary care, the government have highlighted the extent to 
which primary care workers are frequently faced with mental as well as physical health 
problems. We are particularly interested in your personal views on how psychology services 
can best support you in this aspect of your role. The first stage of this process is to gain an 
overall picture of any previous mental health training and psychological experience to date. 
To begin this process, we have enclosed a questionnaire.
Your individual responses will remain anonymous but localisable to your GP practice and 
professional group. This information will only be accessible to an independent researcher.
It is envisaged that the results will be utilised in the future planning of psychological support 
to primary care nurses and that this piece of work will allow further discussion between nurses 
and psychologists. We will send you feedback of the general results.
For the findings to be reliable and representative of nurses’ opinion, a high response rate is 
paramount. It would be appreciated if you could spend 10-15 minutes to complete the attached 
questionnaire and return it in the envelope provided.
Thanking you in advance for your co-operation.
Yours Faithfully,
Consultant Clinical Psychologist
Head of Adult Services
Trainee Clinical Psychologist
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REMINDER LETTER
All primary care nurses in th e ................NHS Trust
Re: Research surveying interest, training and attitudes of Primary Care Nurses to 
psychological health problems
Recently you received a questionnaire surveying primary care nurses views and opinions on 
how psychology services can best support you in the psychological aspects of your role.
As it is envisaged that the results of the questionnaire will be referred to in the future planning 
of psychological input at the primary care level, it is paramount to have a high response rate. 
This will ensure the findings are reliable and representative of nurses’ opinion.
If you have not already completed and returned the questionnaire it would be greatly 
appreciated if you could spare 10-15 minutes to complete the attached questionnaire and 
return it, in the envelope provided.
If you have already completed and returned the questionnaire please ignore this letter. We 
would like to take this opportunity to thank you for your time and sharing your valued 
responses on these issues.
Thanking you in advance for your co-operation.
Yours Faithfully,
Consultant Clinical Psychologist
Head of Adult Services
Trainee Clinical Psychologist
APPENDIX 4 
CONTENT ANALYSIS CATEGORIES AND DATA
151
CONTENT ANALYSIS CATEGORIES AND DATA
Question: Do you have an interest in mental health or the psychological aspects of 
health? If yes, please describe
S c h o o l N u rs e s
Categories Statements
Holistic approach 
(interest in physical 
and mental health 
assessment and care)
- Because I feel it is a part of a person (holistic approach) and has an 
effect on their physical well being.
- As a school nurse I have a particular interest in the health of school 
age children/young people; this includes their mental well being.
Impact of mental 
health on families, 
education/lifestyle
- Ill health, physical or mental affects a parent’s ability to parent 
children. Poor mental health has a major impact on every aspect of 
life and in particular a young person’s ability to benefit from 
education.
Personal interest - Children’s mental health and particularly ADHD (I have a son with 
ADHD).
H e a lth  V isito rs
Categories Statements
Holistic approach 
(interest in physical 
and mental health 
assessment and care)
- To promote holistic care, the mental and psychological aspects must 
be included within the package.
- Part of the overall assessment.
Impact of mental 
health on rest of life
- Emotional health will affect all aspects of ones life -  depression; 
anxiety may lead to physical illness.
Current caseload - My interest lies in the fact that a great deal of my clients do have 
some mental health problems.
- Interested in the psychological aspects of health associated with my 
role as a Health Visitor.
Understanding and 
emotional support
- Supporting mothers with postnatal depression, supporting bereaved 
families, supporting families with behaviour and sleep difficulties 
affecting their children.
- A lot of work involves attempting to understand the psychological
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needs of clients and supporting them in addressing these issues.
- Particularly with supporting depressed parents post-natally and with 
emotional support with‘parenting’.
Prevention - 1 am interested in the mental health of children and preventing poor 
mental health developing in time.
- Prevention of post-natal depression.
Life changes impact 
on mental health
- In my role as a Health Visitor, we are working with people who are 
going through changes in their life which can have a number of 
effects on their mental and psychological health.
Personal interest - 1 have a keen interest in the psychological aspects of 
health/families/individuals within a community context. Personally, I 
know two people with serious mental health problems.
Specific interests 
(lists of specific 
mental health 
interests)
- Child /Adolescent behaviour problems, Post Natal depression, group 
therapy, depression in adults, bereavement and psychosexual problems.
- Post natal depression, psychosexual problems following childbirth, 
anxiety management, stress and its impact on health and somatisation.
- Postnatal depression, health psychology.
- Work involves clients with postnatal depression, children with 
behaviour problems, dysfunctional families, marital/relationship 
breakdown, survivors of abuse.
- Post natal depression, bereavement, depression, impact of changes 
of lifestyle.
- Post natal depression, obsessive compulsive disorder, children’s 
behavioural management and sleep problems.
- Also interested in the emotional effects of abuse within families 
including domestic violence, child abuse (all forms). Very much 
concerned with the parent/child interactions, attachment, bonding 
relationship.
- Post Natal depression, Anxiety states and general depression
- 1 am also interested in personality and the growth of personality and 
personality problems.
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D is tr ic t  N u rs e s
Categories Statements
Holistic approach 
(interest in physical 
and mental health 
assessment and care)
- Although I don’t really consider it as a separate part of my job. It is 
part of my whole care.
- As part of the holistic care of all patients.
- Part of holistic care for patients and carers within my caseload.
- From a holistic view to care.
- All patients require a holistic approach.
- An understanding of the patient’s psychological state is essential if 
the nurse is to take a holistic view of patient care.
- Both the physical and psychological aspects of health care are 
relevant when assessing therefore ensuring a holistic view.
- Our philosophy is to treat the whole person, which includes their 
mental and physical well being. If the mental aspect is affected it will 
affect their physical healing as well.
- There is a need for knowledge in this area in order to provide 
holistic care.
- Mainly the psychological aspects, which would include emotions, 
perceptions, memory, rational and irrational behaviour. This would be 
covered whilst carrying out a holistic assessment.
- 1 believe that psychological well being and physical well being go 
hand in hand.
- Each patient is an individual and is given a full holistic assessment.
- Holistic care and management.
- 1 feel it is a part of the overall view of each person’s health profile.
- There is often a psychological aspect in the presentation of a 
physical health problem that should not be ignored.
Impact on delivery 
of care
- The psychological aspects of health have a great bearing on the 
clinical care that can be delivered and accepted by the patient.
Information on how 
to cope with mental 
health of clients
- Information, advice and support available.
- Fully understanding how to deal with physical abuse issues and 
general depression/anxiety states within the short visits we make. 
Giving us wider guidelines to be observant about.
Current caseload - We are increasingly encountering people with mental health 
problems.
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- As district nurses we are mostly expected to deal with patients 
physical problems but find ourselves in situations quite frequently 
where psychological problems are of equal priority.
- Although I mainly treat patients physically, this can lead to depression so 
physical problems often can manifest into mental health problems.
Understanding and 
emotional support
- For those people who have their own anxieties and stresses, 
psychologically, it is very important to the patient that they are 
understood and left to feel that nurses are interested in their well 
being.
- Allowing them time to express their concerns, fears and anxieties, 
giving reassurance and being empathic
Impact on quality of 
life
- 1 feel that some of our patient’s psychological problems affect their 
quality of life as much as the physical ones.
Training - I completed my nurse diploma training in October 1999 and we 
covered a wide area of psychology, which I really enjoyed.
- RMN qualification.
Information to give 
to patients
- Giving information, advice and support to empower the patient to 
make decisions about their care.
Specific interests 
(lists of specific 
mental health 
interests)
- Psychological aspect of adjusting to life with a disease e.g. cancer 
and change in body image.
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Question: What do you perceive to be the psychological aspects of your role? 
S c h o o l N u rs e s
Categories Statements
Supportive/ 
counselling role with 
children and 
adolescents
- Supporting school age children in varying situations: post divorce, 
bereavement, illness, domestic violence, unsatisfactory parenting, 
bullying.
- Supporting adolescents with psychological problems due to stress at 
school/home, from bullying or relationship problems, low self-esteem, 
substance misuse in themselves or family members.
- With young people (adolescents) I often help them through difficult 
periods in school or at home by listening.
- Counselling of young people both inside and outside school.
Supportive/advisory 
role with parents and 
teachers
- Advice and support to parents and teachers.
- Supporting parents of children with challenging behaviour.
Teaching parenting 
skills
- When I’m seeing parents I am often trying to help them affect 
change in the way they parent and in the way they perceive their 
child’s needs.
Liaison/refer on 
specialist services
- Tier one support in liaison with local CAMHS team.
- Referral route to CAMHS.
Specific aspects 
(lists of specific 
aspects of mental 
health)
- Behaviour of children, especially influenced by past and current 
events and parenting, child abuse, relating to parents and children.
- Referrals from secondary schools, depression, and anxiety over 
exams, poor self-esteem, self-harming follow ups -  overdose, cutting, 
drugs etc, and alcohol abuse. Bereavement, families experiencing 
marital break ups, isolated - few friends, being different.
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H e a lth  V isito rs
Categories Statements
Assessment and 
identification of 
psychological needs
- To be able to assess their psychological needs
- Our work centres around assessment of the coping skills and function 
of individual parents/families. Psychological assessment is a necessary 
part of this. From this assessment, areas of work with 
emotional/psychological difficulties may be identified. E.g. postnatal 
depression, marital difficulties, past abuse or trauma, phobias, 
obsessional behaviours and mental illness.
- Identifying postnatal depression and managing it in the community.
- Identification of psychological needs e.g. postnatal depression.
- 1 perceive my role in relation to psychological aspects to be assessing 
the emotional and mental health of all my clients and planning a package 
of care for those I identify as having a problem in this area.
- Assessing the mental health status of the client either expressed by 
them or uncovered by the work with the client. This could be using the 
Edinburgh Post Natal Depression Score.
- Assessment of: behavioural problems of children and adults, family 
difficulties/relationships, teenagers reactions to situations/families/health 
and bereavement counselling and family dynamics.
Supportive / 
counselling role with 
patients
- To understand patients’ psychological needs.
- It helps one understand ones client, their attitudes, beliefs and how they 
handle a situation.
- Supportive -  listening, enabling clients to find own solutions, 
mediation e.g. parents/teenagers.
- Support - as part of a care package that is most appropriate.
- Supporting post natal women.
- Supporting clients experiencing postnatal depression.
- Supporting parents in dealing with behaviour problems and supporting 
women with post natal depression
- Help and support.
- Support, understanding/empathy in the care of children.
Advisory role with 
parents
- Advising on childhood behaviour and sleep difficulties.
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Supportive role with 
families
experiencing life 
changes
- Helping parents to adapt to the role of parenthood.
- Mainly empathy and helping parents adjust to parenthood and cope 
with the challenges of rearing children.
- Preparing and supporting parents in their changing roles which family 
life brings -  helping to meet their emotional needs.
- Supporting families through difficult times during change, illness, 
unemployment and grief.
- Supporting during critical times i.e. birth of baby, postnatal depression.
Promotion of good 
mental health and 
preventative work
- Maintaining good mental health for families.
- Mental health is as important as general health and I see my role as 
promoting both.
- I would like to be able to do more around the prevention of 
psychological problems in children.
Intervention and 
management of 
psychological 
problems
- Cognitive techniques can be used to change behaviour.
- Teaching families and individuals behaviour modification techniques.
- Helping families to develop management programmes for behaviour 
difficulties, sleep problems and eating disorders.
- Behaviour management and sleep problems of children and 
bereavement.
- Managing behavioural problems with children.
- Addressing self-esteem concerns in clients
- Monitoring, detecting, supporting other interventions or working alone. 
Or offering tips such as suggesting mother finds 30 minutes a day to 
look at and touch her new baby, copying facial expressions etc.
Liaison/refer on to 
specialist services
- Either work with them or refer them to other more appropriate 
agencies.
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D is tr ic t  N u rs e s
Categories Statements
Holistic approach 
(interest in physical 
and mental health 
assessment and care)
- When assessing patients in a community setting, we have to assess 
the whole person, which includes psychological needs and well being.
- To treat the whole person, considering their mental well being as 
well as their physical condition. As well as treating my patient’s 
physical ailments, I like to make sure of their mental well being.
- Assessing patient’s psychological frame of mind as well as their 
medical problems.
- An assessment of a patient’s mental health has a direct bearing on 
his/her physical well being.
- I like my patients to feel that I am not just there to treat their 
physical ailments but if they have any fears, worries or concerns I am 
there to help them in those respects too.
Assessment and 
identification of 
psychological needs
- Recognition of depressed patients.
Supportive / 
counselling role with 
patients and families
- Psychological support for the terminally ill. General psychological 
support and reassurance.
- Listening, counselling and emotional support.
- Support following ‘bad news’/bereavement visiting.
- Counselling for all conditions e.g. terminal care, chronic illnesses.
- Listening to patients and emotional support in dealing with illness.
- Supportive, often counselling.
- To empathise with the patient and to support them emotionally 
where possible.
- To be supportive, to listen and understand what your patients are 
saying.
- Support of patients and their carers.
- Family require bereavement support when terminal patients die.
- Visiting bereaved relatives of patients, which have been on our 
caseload.
- Dealing with terminally ill patients and relatives.
Information to give 
to patients
- Providing information and try to relieve anxiety and depression.
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Supporting patients 
with psychological 
aspects of illness
- Helping patients come to terms with their condition and how life 
may change, home environment, intrusions by strangers.
- Psychologically adjusting to a newly diagnosed condition e.g. 
cancer.
- The nurse needs to make use of core values such as empathy, trust, 
building of a relationship and strengthening rapport with their patients 
in order to help them make a recovery from illness, or come to terms 
with living with illness.
- Psychological effects of illness.
- Caring for people’s mental health pertaining to their illness e.g. 
terminal, depression about their condition.
- In order to help patients recover from an illness or come to terms 
with a long-term illness/disability or terminal situation, my role has to 
be supportive, empathic and committed to the needs of each 
individual.
Psychological 
impact on nurses 
themselves
- Everything I do has a psychological impact on my patients and 
sometimes myself.
Liaison/refer on to 
specialist services
- Liasing with other health care professionals.
- Liaison between professionals.
- To be able to identify if there is a problem and refer onto the 
appropriate professional.
- To liase with other health workers for advice and help as necessary.
- Referrals to CPN/GP.
- ‘Triage’ to send on to more specialised help if necessary.
- Referral onto to more appropriate other disciplines if your patients 
want this.
Specific aspects 
(lists of specific 
aspects of mental 
health)
- Dealing with depression in the elderly housebound.
- Dealing with mental and physical abuse with patients being looked 
after for long-term illnesses i.e. Parkinson’s etc.
- Psychological effects of bereavement.
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Question: In your professional training, what teaching do you receive on mental health 
issues or the psychological aspects of health?
S c h o o l N u rs e s
Categories Statements
In general nurse 
(R.G.N.) training 
(8-12 weeks as 
nursing student)
- 2 months psychiatric placement in RGN training
- Approx 12 weeks acute psychiatry as nursing student.
- Only in general training for 8 weeks.
- 10 weeks basic psychiatric module during general training (2 weeks 
in college 8 on a ward
- 8 week placement in a psychiatric hospital during general nurse 
training.
Limited and too long 
ago
- In 1990 covered it briefly in school nurse course.
- Touched on during degree in community health -  not in depth 
enough.
Study days - Occasional study days.
161
H e a lth  V isito rs
Categories "Statements , - ;
In general nurse 
(R.G.N.) training 
(6-12 weeks as 
nursing student)
- When studying for my R.G.N. I received 9 weeks training on a 
psychiatric unit at St Mary’s Hospital in Roehampton.
- Personally this consisted of six weeks psychiatric placement during 
nursing degree course
- 3 months in training as RGN.
Limited and too long 
ago
- Not a great deal within the Health Visitor qualification.
- A small amount of information about postnatal depression in Health 
Visitor training.
- Child protection lecturer very ill during my Health Visitor course 
and no training regarding the effects on the mental health of children.
- My professional training touched only on mental health, which 
required hospitalisation.
- Very little in health visitor training including a visit to a psychiatric 
hospital.
- Very little in Health Visitor training on PND, approx 4 lectures on 
child development theories about the attachment theory.
- Can’t remember it was 20 years ago.
- In 1975 when I trained mental health was not high on the agenda.
- In my actual health visitor training we had teaching on some aspects 
of mental health -  anxiety, depression (including postnatal 
depression) and addiction, but this was many years ago now.
- My professional training was some years ago and training in mental 
health was limited.
- Very little in my original nurses training 35 years ago.
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D is tr ic t  N u r s e s
Categories Statements
4-12 weeks as 
nursing student in 
general training 
(R.G.N.)
- In RGN training covered mental/psychological illness and causes.
- 6 weeks mental health placement.
- 6 weeks at a psychiatric hospital.
- We had a 6 week study block to include mental health only.
- 8 week ‘block’ on an acute mental health hospital.
- Basic 12 weeks in training.
-12 weeks training on an acute young rehab ward.
- Basic psychology in general training.
- When RGN training did a 4 week psychiatric acute placement on a 
short term ward in Wales.
Limited and too long 
ago
- On general training not much.
- Limited mental health teaching in general training.
- Psychological care was within palliative care course otherwise nil.
- Very, very minimal.
- Very little, but have gained experience on the job.
- Unfortunately, I have had very little formal training or teaching on 
mental health issues.
- I trained in 1979 when Psychiatry was an optional section of the 
course and psychological aspects of health only touched on.
- In nurse training very little (I qualified in 1965!)
- My only period of mental health training was back in the early 
1980’s and I spent several weeks allocation in a psychiatric hospital.
- To long ago for me to remember! Although I do remember visiting 
St Francis some years back to be shown around and being frightened 
by the padded cell!!
Specific aspects 
(lists of specific 
aspects of mental 
health)
-Psychological aspects of people in pain and regarding urinary 
continence.
- Degree course - covered some mental development and ‘specific’ 
mental illness - missed all the human rights issues!
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Question: Have you undertaken any further training in these areas?
S c h o o l N u rs e s
Categories Statements
Study days - Occasional single study days.
- The odd study day -  usually around the autistic spectrum, 
behavioural problems in children.
- Study days particularly around child protection and the 
psychological effects of abuse on families.
Reading - Most information is gathered through reading.
Working with 
mental health 
professionals
- 1 have recently been working closely with the CAMH’s team.
No -  but.. - No -  but feel very strongly that all school nurses should.
H e a lth  V isito rs
Categories Statements
Post natal depression 
training
- Post natal depression -  3 days training in 1990.
- Post natal depression study days since training.
- Study days on postnatal depression.
- Attended days on postnatal depression
- A very brief session on postnatal depression, brief half day talk from 
CPN on depression.
- Postnatal depression -  several training sessions particularly in 
connection with Edinburgh post-natal score worksheet.
- Utilisation and management of EPDS.
Counselling
qualifications
- Diploma in counselling.
- Certificate in counselling in a medical setting.
- Trained VACTS counsellor.
- 1 have since done a two year psychodynamic counselling course
Psychology
qualifications
- 1 completed an OU Psychology degree in 1992.
- Have recently finished a health psychology module.
- My own studies include counselling M.A studies with psychological
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aspects of health promotion, ageing processes, and interest in research 
on parenting and attachment.
- Have done further psychology training in my own time.
Other training - Some training in child protection contained aspects of management 
of depression/emotional problems.
- One training course - sleeping/eating behaviour. None re 
bereavement.
- Use of behavioural techniques in cracking sleep patterns and minor 
problems in toddlers and preschool children.
- 1 have done a Parent Advisor support course in the last trust where I 
worked.
- ENB 970 course on Child Protection.
- Some study days on childhood eating problems, no formalised 
training.
- Sleep management, listening skills
- Several relating to children and mental health.
D is tr ic t  N u rs e s
Categories Statements
Counselling
qualifications
- Have taken counselling course.
- Counselling course over 6 years ago.
- 1 did a basic counselling course also worked in a hospice where we 
covered psychological aspects more fully.
- While working with terminal care patients I have attended many 
counselling sessions at Wealden college.
- Bereavement counselling whilst at St Catherine’s Hospice.
Psychology
qualifications
- Psychology -  12 credits at level II.
Other training - 1 did the N18 (care of leg ulcers) course 18 months ago -  
psychological aspects/issues of living with a leg ulcer was discussed.
- I have done an ITEC massage course during which mental health 
issues were addressed.
Counselling/listening skills on massage and reflexology diplomas.
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Question: Do you receive supervision regarding the psychological aspects of your client 
work? If yes, please describe 
S c h o o l N u rs e s
Categories Statements
Group supervision - Clinical supervision which allows the opportunity to discuss any 
concerns in a group format.
Peer supervision - Peer supervision generally.
Supervision by other 
mental health 
professionals
- One to one supervision with a social worker attached to CAMHS 
team re individual clients.
- The CPN in the CAMH’s team has offered informal sessions when I 
feel I need one but I feel very strongly that with the increase of this 
area of work within school nursing, supervision should be mandatory.
Child protection 
supervision
- One to one supervision only for children on the child protection 
register.
- Only on child protection
H e a lth  V isito rs
Categories Statements
Supervision by other 
mental health 
professionals
- Counsellor supervision one and a half hours per month.
Child protection 
supervision
- Child protection -  perhaps one hour twice yearly
- Ad hoc basis if required -  limited to child protection.
- In relation to child protection and is very limited.
Not adequate - One session with manager -  covered emotional aspects. Need more 
sessions!
- We are supposed to, however we get more supervision from peers. 
This is an area that needs to be addressed.
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D is tr ic t  N u rs e s
Categories - Statements
Peer supervision - Discuss with District Nurse team leader.
- Bi-monthly clinical supervision with other District Nurses.
Seek advice by other 
mental health 
professionals
- 1 feel able to contact our CPN if I have concerns over a 
psychological aspect of patient care.
- Not formally, but can contact any member of the CAMHS team for 
advice.
Not adequate - Don’t receive any supervision -  ever.
- Need support around child protection families and psychological 
needs.
Recently introduced 
supervision
- We have recently introduced clinical supervision during which we 
can raise any aspect of client work, which can only be of benefit.
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APPENDIX 5
LETTER FOLLOWING FEEDBACK OF FINDINGS TO THE SERVICE
University o f Surrey, 
Department o f Psychology, 
School o f Human Sciences. 15th June, 2001 fax;
Dear.
Re: Service Related Research Project.
I am writing with thanks for the above research project findings. As we have discussed the 
project marked the beginning o f  the process o f  change in the provision o f Clinical Psychology 
Services in
The results o f the survey will be used to inform further discussion and planning with the 
Trust.
I will keep you informed o f  our progress.
Yours sincerely,
Head of Adult Clinical Psychology Services.
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ABSTRACT
Making sense of autism: An interpretative phenomenological analysis o f siblings’ 
perceptions and experiences of autism
This study explored perceptions and experiences of autism in children and young people who 
all had a sibling with the condition. Semi-structured interviews were conducted with twelve 
participants aged between eleven and sixteen years, recruited from NHS mental health 
services for children with developmental disabilities. Interview transcripts were analysed 
using Interpretative Phenomenological Analysis (Smith, 1996a). Six main themes were 
derived from the analysis: autism as disability, lived experience of a sibling’s autism, negative 
reactions of others, systemic impact, role asymmetry in the sibling relationship and coping 
with a sibling’s autism. Themes indicated that participants’ were more interested in discussing 
the lived experience of their sibling’s autism and the effects it had on their lives rather than 
the diagnostic label. Sibling and young carer groups, respite care for the sibling with autism 
and talking to others were valued coping mechanisms, which have important clinical 
implications. Participants’ perceptions of autism as a disability are considered in the context 
of social representations theory (Moscovici, 2000) and the significance of the remaining 
findings discussed in relation to existing literature.
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1. INTRODUCTION
This chapter will begin by clarifying the terminology and definition of autism to be used in 
the study. The importance of sibling relationships and previous literature pertaining to the 
impact learning disability and autism can have on them will be examined. Possible influences 
upon sibling adjustment are discussed in terms of models of stress and coping and models of 
children’s understandings of illness concepts. Finally, a brief overview of research that has 
investigated siblings’ understanding of autism and the use of social representations theory 
(Moscovici, 2000) as a potentially valuable theoretical framework in this area is considered.
1.1. Definition of autism
The term autism describes a developmental disorder that will onset before the age of three 
years. Diagnosis is made on the basis of a triad of impairments and it is defined in the 
International Statistical Classification o f Diseases and Related Health Problems (ICD-10) as 
impairment in verbal and non-verbal communication, qualitative deficiencies in reciprocal 
social interaction, and restricted, repetitive stereotyped patterns of behaviour, interests and 
activities (WHO, 1993). Recently, professionals have referred to autism as a spectrum 
disorder (Wing, 1997). This was based on the understanding that autism is not a single 
condition, as the core features can present in different forms, at all stages of development and 
at all levels of ability. As autistic spectrum disorders are often considered to be a unitary 
category for the purposes of research (Schopler, 2001), this study will use autism as an 
inclusive term for these disorders.
Autism generally involves a variety of behaviour problems that present particular difficulties 
for families and can have a significant impact on family life (Gray & Holden, 1992). Children 
with autism frequently exhibit many challenging behaviours including physical aggression, 
self-injury, hyperactivity and ritualistic behaviours. Being out in public with children with 
autism can be potentially stressful for families due to the odd and unpredictable behaviours 
they can display (Howlin, 1988). Moreover, the communication and social interaction deficits 
of autism are likely to have an effect on family relationships. Studies that have examined 
families of children with autism have found increased parental stress and adjustment problems 
compared to families of children with Down syndrome and those of normally developed 
children (Sanders & Morgan, 1997; Wolf, Noh, Fisman & Speechly, 1989). Therefore, given 
the particular constellation of characteristics associated with autism, research has examined 
whether or not this disorder has a specific impact on siblings.
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1.2. The importance of sibling relationships
Siblings share a unique relationship. It is not chosen but it can be the most enduring in our 
lives, outlasting those between parents and children or between marital partners (Stoneman, 
1993). Although the study of the psychology of siblings is relatively recent, it is well cited 
that siblings can exert considerable influence on each other’s development and adjustment 
(Dunn, 1995). Attachment relationships with siblings may be as emotionally intense, intimate 
and familiar as those developed between parents and children. However, striking individual 
differences exist in the quality of sibling relationships. While some children grow up with the 
support, affection and companionship of siblings, others endure aggressive and hostile 
relationships (Boer & Dunn, 1990).
Nevertheless, sibling relationships can offer valuable opportunities for learning about social 
interaction and are particularly important in the acquisition of social skills in early childhood 
(Dunn, 1988). More recent research has highlighted the effects of sibling interactions on the 
social understanding of young children. Brown, Donelan-McCall and Dunn (1996) established 
that children who frequently engaged in pretend play with a sibling which involved talking 
about mental states were particularly successful on theory of mind tasks that assessed 
understanding of others emotions and mental states. Thus, considering the influence that 
sibling relationships can have on children’s adjustment and development, it is not surprising 
that many researchers have examined the impact of disability upon these relationships.
1.3. The impact of disability on sibling relationships
1 .3 .1 . P re v io u s  re sea rch  in to  s ib lin g s  o f  c h ild ren  w ith  le a rn in g  d isa b ilitie s  
It is a commonly held assumption that siblings of children with a learning disability are more 
at risk of psychological problems and there is a long history of concern that the quality of the 
sibling relationship is negatively affected by the presence of a learning disabled child (Farber, 
1960; Gath, 1973). This pathological model appears to derive from the psychiatric literature, 
where it was noted that many psychiatric patients had disabled siblings and negative effects 
were assumed (Cuskelly, 1999). As researchers had supposed that siblings would be adversely 
affected, early studies focused on identifying risk factors for poor adjustment. This view of 
expected impairment in siblings remained the framework for research until some studies 
reported positive effects and the assumed risk was not supported by research findings (Boyce 
& Barnett, 1993).
The majority of research in this field has examined the effects of a child with general learning 
disability on siblings rather than specific diagnostic groups within this larger category. These
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studies have yielded mixed results and siblings’ adaptation has been found to vary 
enormously. While some researchers have noted positive outcomes for siblings (Grossman, 
1972), others revealed none (Dyson, 1989) or detrimental effects (McHale & Gamble, 1989).
The primary focus of research in this area has been the psychological adjustment of siblings of 
children with learning disabilities. McHale and Gamble (1989) found that siblings of children 
with mental retardation1 scored higher on measures of depression and anxiety and lower on 
measures of social acceptance and conduct than siblings of non-disabled children. Cuskelly 
and Gunn (1993) noted more conduct disorders in female siblings of children with mental 
retardation than siblings of typically developed children. Further, Gamble and McHale (1989) 
found that school age siblings of younger children with mental retardation had lower self­
esteem than siblings of non-disabled children as measured by the Perceived Competence Scale 
(Harter, 1982).
In contrast, other studies investigating the adjustment problems of siblings of children with 
learning disabilities have reported a lack of negative consequences. Gath and Gumley (1987) 
replicated and extended Gath’s earlier work in this area and included comparisons of children 
with mental retardation, their siblings and siblings of non-disabled children. They found no 
significant differences in behaviour problems between siblings of disabled children and the 
siblings of non-disabled children. Bischoff and Tingstrom (1991) similarly failed to identify 
increased behavioural problems, lower social competence or lower self-esteem for siblings of 
children with learning disabilities.
As findings differed in many studies of sibling psychological adjustment, researchers began to 
measure dimensional aspects of sibling relationships such as sibling interactions and sibling 
satisfaction (Boyce & Barnett, 1993). Such studies have examined the roles that siblings of 
children with learning disabilities may enact through observations of childhood sibling dyads. 
Stoneman, Brody, Davis, Crapps and Malone (1991) investigated childcare roles of younger 
siblings of children with mental retardation compared to siblings of normally developed 
children. They found those younger than the child with mental retardation adopted ascribed 
childcare roles that are usually assumed by older siblings. Moreover, Atkins (1991) suggested 
that siblings of children with learning disabilities have adopted various roles such as ‘super­
achiever’ or ‘mediator’ to assist in maintaining family stability.
1 ‘Mental retardation’ is the term generally used in published American studies.
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It is important to note that the presence of a learning disabled child may have a number of 
complex influences on the structure and development of family relationships. All of these may 
impact on family functioning and contribute to the various outcomes for siblings. Such 
contributing effects require further clarification before firmer conclusions can be drawn about 
the impact of learning disability upon sibling relationships. However, research in this area 
remains contradictory and confusing due to its many methodological shortcomings.
1 .3 .L a  M e th o d o lo g ic a l is su e s  in  re sea rc h
Previous comparison studies that have examined the psychological adjustment of siblings of 
children with learning disabilities demonstrate a range of methodological differences that have 
contributed to conflicting findings. These included the inclusion of children from a large age 
range, i.e. from preschoolers to adolescents, including data from more than one sibling in the 
family and large age differences between siblings. Most studies employed a wide variety of 
measures and many instruments focused on psychopathology in the sibling, thus lacking the 
specificity to detect clinically significant issues that may have contributed to poorer sibling 
adjustment. Some measures were developed for use with psychiatric populations, without 
adequate reliability and seemed to lack the sensitivity to define the more subtle aspects that 
may contribute to poorer sibling adjustment. Moreover, the overwhelming use of retrospective 
maternal report in these studies was a major methodological shortcoming. Although some data 
has been collected from the children themselves, only a few studies have collected data from 
teachers, and fathers have been mostly ignored.
More interestingly, Cuskelly (1999) highlighted the reliance on multi-disability groups in 
research into sibling adjustment, as this maintains the assumption that all types of disability 
lead to the same outcomes for siblings. Previous researchers that have used single diagnostic 
groups have found that different diagnoses produce differences in the sibling adjustment 
(Holroyd & McArthur, 1976; Rodrigue, Geffken & Morgan, 1993). This may be explained by 
the fact that specific disabilities often vary in their onset, course, prognosis, visibility and 
behavioural implications (Lobato, Faust & Spirito, 1988). Moreover, uncertainty regarding the 
child’s diagnosis has been established as an important contributing factor to stress in families 
of children with disabilities (McCubbin & Patterson, 1983). Thus, the use of multi-disability 
groups with their variable composition may have confounded sibling adjustment research and 
contributed to their inconsistent findings. Such methodological issues highlight the benefits of 
diagnostic specificity in future sibling studies. However, relatively few studies have focused 
solely on single diagnostic groups, in particular siblings of children with autism.
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1 .3 .2 . P re v io u s  re sea rc h  in to  s ib l in g s  o f  ch ild ren  w ith  a u tism
Comparatively less research has examined the adjustment of siblings of children with autism 
as a diagnostic group in their own right. Yet studies that have investigated the siblings of 
children with autism have revealed conflicting findings. While some have suggested that 
siblings’ experience no major adjustment problems (Mates, 1990), others have indicated that 
they develop more difficulties than their peers (Rodrigue, Geffken & Morgan, 1993).
Fishman et al., (1996) found that siblings of children with autism were at increased risk of 
both externalising and internalising behaviour problems compared to siblings of children with 
mental retardation and siblings of typically developing children. Gold (1993) found higher 
rates of self-reported depression in siblings of boys with autism compared to siblings of 
typically developing boys. However, as this author noted, the high proportion of adolescent 
boys in the sample may have influenced the results. In contrast to these findings, other studies 
have reported that siblings of children with autism are well adjusted. Mates (1990) examined 
the psychological adjustment of siblings of children with autism without a comparison group 
and found that these siblings had high self-concepts, and good academic and behavioural 
adjustment rated by parents and teachers. More recently, Kaminsky and Dewey (2002) found 
that siblings of children with autism had no psychosocial adjustment problems and reported 
low levels of loneliness as did siblings of children with Downs syndrome and siblings of 
normally developed children. Moreover, siblings of children with autism also noted high 
levels of social support. These studies thus reflect a pattern of inconsistent findings similar to 
those of siblings of children with learning disabilities.
Some researchers have responded to the methodological concerns of past multi-disability 
sibling research. Their studies have relied less on maternal reports, and many included sibling 
interviews in an attempt to examine more dynamic aspects of sibling functioning. McHale, 
Sloan and Simeonsson (1986) interviewed siblings of children with autism, siblings of 
children with mental retardation and siblings of non-disabled children about their relationship 
with their sibling. Results indicated that children and mothers in all three sibling groups rated 
the sibling relationships positively and no differences were found between the groups on the 
children’s ratings. Bagenholm and Gillberg (1991) replicated and extended this study, 
investigating whether siblings of children with autism and mental retardation displayed more 
behaviour problems than siblings of non-disabled children. Results supported the findings of 
McHale et al. (1986), as all groups were relatively positive in their views of their sibling 
relationship, although siblings of children with autism were slightly more negative. In 
particular, siblings of children with autism reported feelings of loneliness, fewer friends, had
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more concerns about the future and more problems with their sibling disturbing their 
possessions. In addition, siblings of children with autism and siblings of children with mental 
retardation were reported to exhibit more behavioural problems than siblings of non-disabled 
children and the majority could not explain their sibling’s disability to others.
More recently, sibling’s perceptions of their relationship with their sibling with autism have 
been examined in more detail. Kaminsky and Dewey (2001) investigated sibling relationships 
of children with autism compared to children with Downs Syndrome and siblings of normally 
developing children. Results indicated notable differences in the relationships of siblings of 
children with autism as they reported less intimacy, less prosocial behaviour and less 
nurturance than the two comparison groups. However, greater admiration, less quarrelling and 
competition was reported in both the sibling relationships of siblings of children with autism 
and siblings of children with Downs syndrome in comparison to those of normally developing 
children.
Despite attempting to address the methodological shortcomings of previous multi-disability 
sibling research, studies focused on siblings of children with autism have found similarly 
inconsistent results. Hence, the extant research does not appear to support a direct association 
between having a sibling with autism and psychological adjustment problems or difficulties in 
the sibling relationship. However, theories of stress and coping developed for the adjustment 
of children of siblings with chronic physical disorders appear to shed light on factors that may 
influence the adaptation of these siblings.
1.4. Influences upon sibling adjustment
The model of stress and coping developed by Lazurus and Folkman (1984) has been regarded 
as the most comprehensive model of family stress and adaptation. It proposes that a person’s 
previous experience of coping influences the way in which stress is appraised and the attempts 
made to cope with it. In addition, factors such as adequate information and cognitive ability 
influence these appraisals. Wallander and Varni (1992) adapted this model to develop a 
disability-stress-coping model that incorporated risk and resistance factors in the adjustment 
of siblings of children with chronic physical disorders. Risk factors for sibling adjustment 
problems included: disease/disability issues (e.g. disability, medical problems), functional 
independence (in daily activities) and psychosocial stressors (e.g. daily hassles). Resistance 
factors included: intrapersonal factors (e.g. temperament), social ecological factors (e.g. 
family environment, social support), and stress-processing factors (e.g. cognitive appraisal, 
coping strategies). Consistent with the stress and coping theory of Lazarus and Folkman
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(1984), this model emphasises the role of stress-processing factors in understanding 
differences in sibling adjustment. In accordance with this model, having a sibling with autism 
is viewed as a potential stressor with differing degrees of risk factors. However, differences in 
sibling adjustment are mediated by differences in resistance factors such as stress processing 
factors i.e. children’s appraisal of that stress and their ability to cope with that stress.
One study has adapted the stress and coping model of Lazarus and Folkman (1984) 
specifically to examine stress-processing factors in siblings of children with autism. Roeyers 
and My eke (1995) investigated possible factors that influenced sibling relationships of 
children with and without a disabled sibling. These included their experience of stress and 
coping and knowledge of autism in children with siblings with autism. 20 siblings of children 
with autism, 20 siblings of children with mental retardation and 20 siblings of non-disabled 
children aged between 8 and 15 years participated in the study. Results indicated that all 
sibling groups generally viewed their sibling relationship positively. Stressor frequency and 
child stressor appraisal was associated with children’s evaluation of their sibling relationship. 
However, children reported that the self-directed coping strategies they employed were used 
without much success. As the study only focused on stressors determined by the researchers 
and not by the children themselves, these may be a limited representation of the events 
siblings experience as stressful. More interesting to note was the finding that siblings of 
children with autism had an adequate knowledge of the disorder regardless of their age, which 
was positively correlated with a more positive sibling relationship.
These findings therefore indicate that children with adequate knowledge and information 
about their sibling’s autism are more likely to have positive relationships with their siblings. 
This is consistent with claims of stress and coping theory (Lazarus & Folkman, 1984) that 
adequate information influences appraisals and re-appraisals of stressful events. Moreover, 
clinical researchers have suggested that having a sibling with autism is a potentially stressful 
event and can be reduced by children receiving information appropriate to their developmental 
level (Harris, 1994). Similarly, providing children with adequate information about a sibling’s 
physical illness has been suggested to promote their successful adaptation (Lobato, 1993). 
However, then there is a need to establish what information should be provided to children, 
based on the way in which they understand particular conditions.
Bibace and Walsh (1979) developed a model of children’s conceptions of physical illnesses. 
This is based on Piaget’s theory of cognitive development and proposes that a child’s concept 
of illness develops in stages, comparable to their cognitive developmental level. The first
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stage is ‘incomprehension’, in which there is lack of understanding of the concept. Children at 
the pre-operational stage begin reasoning at the second stage, ‘phenomenism’, in which illness 
is associated with a single symptom and attributed to an external cause that is remote from the 
person. ‘Contagion’ is the third stage in which children see illness and cure as transmitted 
almost magically from objects nearby that are not necessarily touching the person. Children in 
the concrete operational stage begin reasoning at the fourth stage, ‘contamination’, in which 
illness is seen as located in an object or person and transmitted by physical contact. This is 
followed by the ‘internalisation’ stage in which illness is explained by events in the body, but 
its cause may be externally located. At the formal operational stage, children conceptualise 
illness at the ‘physiologic’ level, in which it is seen as due to a malfunctioning body part. The 
final level is ‘psychophysiologic’, in which the child becomes aware of the effect of the mind 
on the body and is able to engage in illness prevention. However, as there are no such models 
relating to children’s conceptions of developmental disabilities, this model has been recently 
adapted to examine siblings’ understanding of autism (Glasberg, 2000).
1.5. Siblings’ understanding of autism
In the only study found that examined siblings’ understanding of autism, Glasberg (2000) 
compared the understanding of 63 siblings of children with autism to an adapted version of 
the model by Bibace and Walsh (1979) described above. Siblings in this study were assigned 
to one of three groups depending on their age. The first group consisted of 20 siblings aged 
five to six years, assumed to be at the pre-operational stage; the second group were 22 siblings 
aged seven to ten years, assumed to be at the concrete operational stage, and the third group 
included 21 siblings aged eleven to seventeen years that represented the formal operational 
stage.
Glasberg (2000) administered the ‘Concepts of Autism Protocol’ to siblings, which consisted 
of a semi-structured interview to address their understanding of the definition and cause of 
autism and included questions such as ‘what is autism’? In addition, the ‘Implications of 
Autism’ protocol was developed to assess siblings’ understanding of the impact of autism 
with questions such as ‘how does autism make your brother/sister’s life different than it would 
be without autism’? Participant’s responses were scored on hierarchical scales of zero to five 
on the concepts of autism protocol (see table 1) and zero to three on the implications of autism 
protocol (see table 2), with more sophisticated explanations scoring more highly.
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Table 1. The Developmental Conceptions of Autism Category System (Glasberg, 2000)
Label Description
0 -  Incomprehension of question Individuals demonstrate no knowledge of their sibling’s disorder 
or its cause.
Example Q: What is autism? Example A: Huh?
Preoperational stage 
1 - ‘Phenomenism’ Focus on specific, observable features of their sibling’s disorder. Not able to differentiate between cause and effect.
Example Q: What is autism? Example A: Lining up cars.
2 -  ‘Contagion’
Identify cause but cannot explain how cause leads to effect. May 
focus on single observable symptom, but now the symptom is 
relevant. Cause may be seen as close to but not touching affected 
sibling.
Example Q: What is autism? Example A: You line up objects Q: 
tell me more? A: Different kids line up different things, Tom lines 
up cars, his friend lines up his shoes.
Concrete operational stage 
3 - ‘Contamination’ Look at more than one symptom. Body as possible mediator 
between cause and symptoms. Reasoning is dependent on 
observed or experienced events.
Example Q: What is Aspergers? A: Aspergers is a disorder where 
you have to have everything a certain way Q: Anything else? A: 
They repeat things over.
4 -  ‘Internalisation’ Focus on contamination getting into the body and reaching an internal organ or body system to cause their sibling’s disorder. 
Respondent will not be able to identify how this happens. 
Attempts focus on concrete analogies or vague descriptions. 
Example Q: What it autism? A: It’s a problem in your brain that 
makes you get weird sensations from your movements, like 
flapping you hands might feel really good
Formal operational stage
5 -  ‘Physiological’ Can reason without being dependent on their experiences. Described more detailed internal process that involves multiple 
cause and effect chains.
Example Q: How do people get Aspergers? A: Aspergers is a 
neurological disorder that occurs as a result o f damage in the 
brain, probably as a developing foetus, that later affects the 
child’s capacity to learn certain skills, such as making friends or 
breaking rules.
Results indicated that although siblings showed more sophisticated levels of understanding of 
the concept of autism with age, all groups displayed reasoning within the limits of the pre- 
operational level (see table 1). Many participants exhibited a lack of information or incorrect 
information about autism. However, all groups showed they understood the implications of 
autism within their assumed cognitive developmental level (see table 2).
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Table 2. The Implications of Autism Category System (Glasberg, 2000)
Label Description
0 -  Incomprehension of question Individuals demonstrate no awareness that autism has any impact 
on themselves or their sibling.
Example Q: How does autism make your sister’s life different than 
it would be without autism? A:I don’t know how to spell my 
sister’s name.
Preooerational stage 
1 - ‘PreoperationaF Think about the effects o f autism only in terms of what they have personally seen or heard. May describe impact of autism on their 
sibling’s life by describing nothing but observable symptoms or 
repeating something someone else has told them.
Example Q: Will autism make your brother’s life different when 
he is grown up? A: He’s always going to need someone to take 
care o f him. Q: Tell me more about that A: Well...I’m not sure, 
mommy told me that.
Concrete operational stage
Describe more than one effect o f autism on their sibling. Begin to 
see the relationship between a symptom of autism and how it 
affects their brother or sister.
Example Q: How does autism make your sisters life different? A: 
Well, its hardfor her to talk, she doesn ’t have too many friends, 
and she can’t go to the regular school.
2 - ‘Concrete operational ’
Formal operational stage
Are aware that autism will have some effect on their sibling’s 
future and can tell you specifically what pieces o f information are 
lacking.
Example Q: Will Traci’s life be different as a grown up because of 
Aspergers? A: It all depends on what she learns. I f  she learns how 
to make friends, maybe she can get a job and a husband orfamily, 
if not, no.
3 -  ‘Formal operational’
Glasberg (2000) attributed their slower understanding of autism as a concept to it being an 
abstract and rare disorder, making it more difficult to understand. Furthermore, she noted that 
the implications of autism were easier to understand, as these were more observable to 
siblings because they experienced them on a daily basis. However, it is worth noting that the 
coding system for the implications of autism protocol was designed specifically for this study 
and although its inter rater reliability was adequate (71.5%), it required further improvement.
Although children’s cognitive representations of autism described by Glasberg (2000) provide 
a general understanding of these concepts, this cognitive model can be criticised for being 
context free. However, social representations theory (Moscovici, 2000) may offer researchers 
a valuable theoretical framework for studying how siblings understand and perceive autism. 
Social representations theory enables unfamiliar social objects, events or persons to be placed
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within a more familiar categorical context and so give them meaning (Augoustinous & 
Walker, 1995). The theory suggests that social representations are developed through social 
interaction and communication with others and these are constantly changing. Social 
representations help make the world understandable and accessible through ‘anchoring’, 
classifying new aspects of information into more familiar categories of knowledge, and 
through ‘objectification’, making abstract information concrete. Although social 
representations theory has been employed to examine adults’ perceptions and understandings 
of mental illness (Morant, 1998), it has not previously been considered in relation to children 
or used to study perceptions of autism. This seems particularly pertinent to siblings’ 
understanding of autism, as children’s understanding and perceptions of the disorder are 
occurring in the context of their experience of their sibling.
1.6. Summary and research aims
Mixed research findings regarding the effects children with autism have on their siblings have 
been viewed as a reflection of the variability of their actual experiences. As children report a 
wide range of experiences of having a sibling with autism, this may lead to them having 
different understandings and perceptions of the disorder. The current literature pertaining to 
siblings’ understanding and perceptions of autism is still in its infancy and has so far extended 
to one study by Glasberg (2000). Although this study examined siblings’ understanding of the 
concept of autism by asking the children directly rather than relying on maternal reports, it 
restricted their responses by categorising them into predetermined coding systems (see tables 
1 and 2). Consequently, there is a need to explore siblings’ personal perceptions and 
experiences of autism and the meaning that autism holds for them in an open-ended way using 
a qualitative methodology. This would provide a detailed and valuable in-depth analysis of 
children’s accounts by directly exploring and reporting the thoughts and beliefs of the children 
themselves.
This present study is, therefore, an exploration of the perceptions and experiences of autism 
among a group of children and young people who all have a sibling with the condition. The 
aim is to discover how siblings’ represent the concept of autism and describe the personal 
experience of having a sibling with autism through the analysis of semi-structured interviews. 
Previous research has relied on developmental models of cognition to categorise siblings’ 
understanding of autism. The explanation presented here will consider social representations 
theory (Moscovici, 2000) in its endeavour to provide context to sibling’s conceptualisations of 
autism, while maintaining a focus on individual experiences.
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2. METHOD
2.1. Rationale for Qualitative Methodology
In recent years there has been an incremental shift in awareness of qualitative methods in 
British psychology (Richardson, 1996). This developing interest and acceptance of qualitative 
approaches among psychologists is reflected in the emergence of qualitative research in the 
fields of health and mental health. This has not only stimulated an ongoing debate between 
quantitative and qualitative researchers, but it has highlighted a fundamental principle of 
psychological research, namely the need to employ specific research methods for particular 
research purposes (Henwood & Pidgeon, 1992).
Although qualitative research may generally be regarded as involving detailed exploration of 
topics or processes (Yardley, 2000), it varies widely in its specific methodologies. These have 
developed from differing epistemologies or underlying assumptions about the possibilities for 
knowledge and the nature of truth that include phenomenology and symbolic interactionism. 
Such epistemologies are clearly distinct from the positivism that characterises traditional 
quantitative approaches. As most qualitative methods have the assumption that there are many 
differing world realities constructed through our social interactions and experiences, these 
approaches are particularly valuable in gaining knowledge regarding the personal and social 
meanings that experiences and events hold for individuals. As noted by Smith (1996b), 
“Qualitative approaches are generally concerned with exploring, understanding and describing 
the personal and social experiences of participants and trying to capture the meanings 
particular phenomenon hold for them [...]. Qualitative approaches are particularly useful 
when the topic under investigation is complex, dilemmatic, novel or under-researched and 
when there is concern with understanding processes, not measuring outcomes” (p.417).
2.2. Interpretative Phenomenological Analysis (IPA)
Interpretative Phenomenological Analysis (IPA) is a qualitative research method that has 
become increasingly popular in the study of health and illness. IP A is particularly appropriate 
for health and clinical psychology research as it aims to explore in detail participant’s 
thoughts and beliefs concerning a particular issue. IPA aims to explore an individual’s view of 
the world by attempting to embrace an “insider’s perspective” of the topic under study (Smith, 
Flowers & Osborn, 1997). The IPA approach is therefore phenomenological as it is interested 
in an individual’s personal perceptions of their experiences, rather than attempting to discover 
an objective reality. IPA concerns itself with the importance of the subjective meanings 
participants ascribe to particular topics (Smith, 1996a). Consequently, the purpose of IPA is 
not to uncover reality, but to access and capture the meaning of individual experiences.
184
IPA differs from other qualitative methods such as discourse analysis through its concern with 
cognitions and what the individual participants think and believe about the phenomena under 
study (Smith, Jarman & Osborn, 1999). This methodological approach to eliciting thoughts 
and beliefs underlying participant’s accounts is consistent with recommendations for studying 
children’s understanding of abstract concepts similar to autism, such as health and illness. 
Providing children with an opportunity to express their views has been deemed the most 
appropriate way of accessing knowledge regarding what a child thinks about a topic (Eiser & 
Twamley, 1999). IPA may therefore be particularly useful research with children, as it 
captures how they perceive and respond to experiences and allows “participant’s to tell their 
own story, in their own words” (Smith et al., 1997, p.68).
However, while the IPA approach recognises that the researcher is attempting to make sense 
of the participant’s personal world, it considers that this cannot be done directly. Moreover, 
the researchers own perceptions and interpretations are required to understand participant’s 
worlds through a process of interpreting and engaging with participant’s accounts (Smith et 
al., 1999). Consonant with IPA’s view of research as a ‘dynamic process’, interpretation is 
inherently shaped by the researchers own beliefs and experiences. Consequently, any analytic 
account utilising the interpretative phenomenological process can be considered to be a “joint 
product of the reflection by both participant and researcher” (Smith et al., 1997, p.68). IPA 
therefore can be considered as adopting a “critical realist” epistemological position.
IPA has particular strengths in allowing the researcher to identify shared experiences and 
beliefs across participant’s accounts (Smith et al., 1999). It is also concerned with retaining 
the complexity and diversity of participant’s individual perspectives (Jarman, Smith & Walsh, 
1997). These aspects of IPA are useful in addressing criticisms of existing research examining 
children’s understanding of autism, for narrowly restricting their responses to those that 
reflect adults views and ignoring potential diversity of children’s experiences. Interestingly, 
IPA does not appear to have been used with children in published studies to date.
2.3. Ethical Issues
2 .3 .1 . E th ic a l  A p p r o v a l
Ethical approval for the study was received from two different NHS Trusts in July and August 
2002 and from the University of Surrey Advisory Committee on Ethics in September 2002. 
All letters of approval may be found in Appendices 1-3.
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2 .3 .2 . I n fo r m e d  C o n se n t
The problem of ensuring informed consent from participants was the main ethical issue of this 
research. For informed consent to be obtained, participants need to understand the nature of 
the research, have an accurate understanding of its implications and that the withdrawal of 
consent is allowed at any stage (British Psychological Society, 2000). Children may have 
difficulty fully understanding the research process and can be prone to acquiescent and social 
desirability response biases because of inherent power imbalances (Mayall, 2000). To address 
this, informed consent procedures were developed that involved participants’ being provided 
with full information about the research and then the researcher asking them a series of 
questions to assess if they were giving informed consent. All child and parent consent 
procedures are described in detail in the procedure section (2.5.1.). Questions were derived 
from consent procedures designed for adults with learning disabilities by Arscott, Dagan and 
Stenfert Kroese (1998) in the absence of any that could be found for children.
2.4. Participants
2 .4 .1 . S a m p lin g  M e th o d
In accordance with the principles of IPA, participants were selected and recruited using a 
‘purposive’ sampling approach (Willig, 2001). The aim was to select participants who were 
homogenous in that they shared the experience of having a sibling with autism. However, they 
also varied across possibly relevant factors such as age, gender, the severity of their sibling’s 
autism, gender of sibling and attendance at sibling groups. This was an attempt to include a 
range of people and situations to which the research findings may have been relevant, rather 
than achieving a representative sample required for generalisation of results as in quantitative 
studies (Elliott, Fischer & Rennie, 1999).
2 .4 .2 . In c lu s io n  a n d  E x c lu s io n  C r ite r ia
The inclusion criteria used for this study were siblings of a child with a diagnosis of an autism 
aged between eleven and sixteen years, who were older than the child with autism. The child 
was required to have a formal diagnosis of an autistic spectrum disorder and be at least one 
year post-diagnosis. Only families in which just one child had a disability were included. The 
exclusion criteria meant that siblings themselves who had been formally diagnosed with 
learning disabilities or autism were not approached to participate in the study. In addition, 
those that did not speak English as a first language were excluded in an attempt to ensure that 
communication issues did not adversely affect the interview process.
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2 .4 .3 . R e c ru itm e n t o f  P a r tic ip a n ts
The families were recruited from one specialist child mental health learning disability service 
in South West London and one intensive support service for families of children with learning 
disabilities in Sussex. The recruitment strategy varied slightly depending on what was agreed 
within each service as the most appropriate way of approaching families.
In the South West London service, after permission from the Head of Psychology and 
Consultant Psychiatrist had been obtained, the researcher examined multi-disciplinary case 
notes to identify families that fitted the inclusion criteria for the study. Case notes were then 
explored further to discount families who fulfilled any exclusion criteria. Following this, a list 
of eighteen potential families was circulated to all members of the service to establish whether 
they had reasons why these families should not be contacted, which were not apparent from 
case notes. On the basis this consultation, two families were excluded. One was excluded 
because the multidisciplinary team felt that participation would be too stressful for the family 
and another was excluded as one parent had mental health problems and it was felt that 
research process would be too difficult for them to engage with.
Sixteen families were initially approached by a letter (see appendix 4), which introduced and 
explained the project with enclosed parent and child information sheets (see appendices 5 and 
6). The letter informed families that they would be contacted by telephone in seven days once 
they had had time to consider participation. Seven days later families received a telephone call 
that provided them with the opportunity to ask the researcher any questions about the study 
and to inform the researcher of their decision regarding participation. Three families declined 
to participate and one family no longer had siblings living at home. Two families could not be 
contacted by telephone and did not reply to follow up letters. Arrangements were made over 
the telephone to conduct the interview with ten siblings who had agreed to participate.
In the family intensive support service, it was agreed that the service would initially approach 
three families that fitted the inclusion criteria by a letter, which introduced and explained the 
project and enclosed parent and child information sheets. Families were then asked to 
complete a reply slip to indicate whether they would like the researcher to contact them 
regarding their possible participation in the study. The researcher contacted two families that 
had agreed by telephone and followed the same procedure described above. In both 
recruitment processes, the researcher emphasised to all families approached that they were 
free to change their mind about participation and to withdraw at any stage in the research 
process without giving a reason why.
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2 .4 ,4 . D e m o g ra p h ic  D a ta
The final sample consisted of twelve participants, five females and seven males aged between 
11 and 16 years (mean age 13.6 years, s.d. = 1.97). Two participants were aged eleven, three 
aged twelve, two aged fourteen, two aged fifteen and three aged sixteen. Ten participants 
lived with their sibling with autism at home and two participants saw their siblings every three 
weeks when they returned from residential school. Two participants had attended sibling 
groups and four had attended young carers groups. Additional demographic details about each 
of the participants are provided in table 3.
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Table 3. Demographic Data on Research Participants2
Participant Gender Age Ethnic origin Number 
of 
children 
in family
Parents
marital
Status
Age of 
sibling 
with 
autism
Gender
of
sibling
with
autism
Description of 
sibling’s 
diagnoses3
PI
Jane
F 12 White British 2 Married 9 M Autism and 
severe learning 
disabilities
P2
Colin
M 12 White British 2 Married 10 M Autism and 
severe learning 
disabilities
P3
Lee
M 16 Black African 2 Married 12 M
Autism, ADHD, 
and severe 
learning 
disabilities
P4
Matthew
M 16 White British 3 Married 14 M Autism and 
severe learning 
disabilities
P5
Kevin
M 16 Indian 3 Married 11 M Autism and 
severe learning 
disabilities
P6
John
M 15 White British 3 Married 11 M Aspergers
syndrome
P7
Robert
M 12 White British 2 Separated 10 M Autism and 
severe learning 
disabilities
P8
Maria
F 14 White British 2 Divorced 10 F
Autism, severe 
learning 
disabilities and 
Tuberous 
Sclerosis.
P9
Sally
F 14 Black British 3 Married 9 F
Autism, severe 
learning 
disabilities and 
Epilepsy
P10 F 
Jessica j
11 White British 4 Single 9 M
Autism, severe 
learning 
disabilities and 
over activity
P l i  F 
Ellen 1
15 Indian 2 Married 9 M
Autism, severe 
learning 
disabilities and 
Epilepsy
P12
Billy
M
,
11 White British 3 Married 8 F
Autism, ADHD, 
and severe 
learning 
disabilities
2 • •  • • •All names and identifying information have been changed to preserve participants’ anonymity.
3 The description of sibling’s diagnoses was taken from the information provided in service’s case notes.
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2.5. Procedure
2 .5 .1 . In fo r m e d  C o n se n t P ro c e d u r e
2 .5 .L a  P ro v id in g  in fo rm a tio n
All parents and children were sent information sheets seven days before they were contacted 
to make a decision regarding their participation. The information sheet for children was 
written in simple and comprehensible language, outlining what participation in the research 
would involve, emphasising its voluntary nature (see appendix 6). This aimed to give children 
time to consider participation and discuss their decision with others (Marziller, 1993).
2 .5 . l . b  E s ta b lish in g  in fo r m e d  c o n se n t
Initial parental consent to meet with the parent and child was gained via a telephone call to 
each family as outlined in the recruitment of participants. Prior to conducting the interview, 
the researcher explained the nature and purpose of the study and confidentiality procedures to 
the participant with the parent present. Each parent then read and signed the parental consent 
form (see appendix 7). Once parents consented to their child’s participation in the study, the 
researcher asked the participant to re-read their information sheet with the parent present. To 
establish whether informed consent could be obtained, the researcher asked the participant the 
consent questions (see appendix 8). Prompts for the consent questions were used if a correct 
answer was not initially given and a second reading of the information sheet was allowed. At 
this stage, the researcher reminded the participant that they were free to withdraw from the 
research at any time. Once informed consent had been established, the participant was asked 
to read and sign the child consent form (see appendix 9). The parent then countersigned this 
consent form.
2 .5 .2 . In te r v ie w  P ro c e d u re
Interviews took place in the participants’ homes and lasted from between one and two hours. 
Once informed consent had been established, a brief demographic questionnaire was 
completed with parents and the child was then left alone with the researcher for the interview. 
At this stage, the researcher again informed each child that they could change their mind about 
participation at any time and again checked whether or not they wanted to participate. The 
semi-structured interview schedule was then administered.
2.6. Instruments
The interview schedule was designed to explore participant’s perceptions and experiences of 
autism and its development was informed by a consideration of the main research findings in 
this area (see appendix 10). The schedule was designed with the aim of exploring sibling’s
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perceptions and beliefs about autism, how participants understand and make sense of autism 
and its implications. The interview schedule questions were partly informed by Glasberg’s 
(2000) study (see chapter 1). Additional questions were informed by discussions with two 
Clinical Psychologists who had considerable experience working with siblings of children 
with autism. The broad areas covered by the interview schedule included participant’s 
understanding of the concept of autism, possible causal attributions for their sibling’s autism, 
impact on their own lives and their coping responses, positive aspects of having a sibling with 
autism and participant’s views about the future.
The interview was semi-structured and consisted of open-ended questions which enabled 
participants to affect the direction of the interview and introduce additional topic areas to 
those covered by interview schedule that they considered important (Smith, 1995). Perceiving 
the participant as the ‘expert’ in this way was viewed as crucial in trying to reduce the 
established power differential between the child participant and adult researcher (Ginsberg, 
1997). The interview schedule was piloted with two participants. Although no changes were 
made to the schedule as a result of piloting, this process highlighted the value of probes in 
enriching the data obtained. Interviews were audiotaped and later transcribed verbatim with 
identifying information removed and replaced with pseudonyms to preserve participants’ 
anonymity. These transcripts were then analysed using IPA. One interview transcript is 
provided in appendix 11.
2.7. Data Analysis
Smith et al. (1999) noted that the analysis in IPA occurs through the researcher’s sustained 
engagement with participants’ accounts and the process of interpretative activity. The analysis 
initially began with the detailed examination of interview transcripts on an individual basis. 
The analytic process involved the repeated reading of an individual transcript with striking or 
significant phrases or processes noted. Notes included identifying initial connections in the 
text, summarising ideas expressed and preliminary interpretations that served as emerging 
themes consistent with the data. All initial themes were then listed and ordered into clusters of 
connecting ideas. At this stage in the analytic process, the researcher continually checked back 
to ensure that any new clustering of themes was clearly illustrated by the data. Additional 
readings and consideration of initial ideas enabled themes and sub-themes to be developed, 
which helped convey concepts found within participant accounts. A master table of coherent 
themes was then produced for each transcript.
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This analytic process was repeated to produce individual master lists of themes for each 
subsequent transcript. These were then repeatedly read and used to develop a consolidated list 
of master themes for the participant group. Analysis of subsequent transcripts always involved 
carefully checking that emerging new themes were evident in earlier transcripts and to ensure 
they were reflected in the data. This cyclical process continued with some new themes being 
merged or modified to become either subordinate or superordinate to existing ones (Smith et 
al., 1999). A final master list of themes was then produced for the group that were clearly 
illustrated and supported by examples of text taken from participants’ accounts. This analytic 
approach is generally considered appropriate for a sample size of about ten participants, as 
this is small enough to hold in mind individual accounts and themes within them (Smith et al., 
1999). Although there were twelve participants in this study, some of the younger children’s 
accounts were shorter and less sophisticated than those of the older adolescents.
2.8. Analysis Evaluation
Elliott et al. (1999) reviewed numerous standards and criteria for evaluating qualitative 
research published in recent years. They noted general guidelines of good practice applicable 
to both quantitative and qualitative research studies, such as the use of appropriate 
methodology. However, it is widely accepted that other criteria traditionally used to evaluate 
quantitative methodology such as reliability and validity stem from positivist assumptions of 
knowledge and cannot be simply transferred to qualitative research because they are generally 
incompatible with its underlying assumptions. This led to the development of evaluation 
criteria deemed more relevant to qualitative research methodology (Elliot et al., 1999; Smith, 
1996b). It is these guidelines for good qualitative research proposed by Elliott et al. (1999) 
that were drawn on to inform, evaluate and guide the process of this study. The seven 
evaluation criteria listed below are taken directly from the guidelines devised by Elliott et al. 
(1999, p 228-229).
O w n in g  o n e ’s  o w n  p e r sp e c tiv e
As a trainee clinical psychologist and in prior posts worked as an assistant psychologist and 
care assistant, the researcher gained considerable experience working with families of adults 
with autism. Therefore, the researcher began this study with the belief that the voices of other 
children in the family are often ignored. Furthermore, being a sibling in a large family fuelled 
the researcher’s interest in sibling relationships and the impact that autism may or may not 
have on them.
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S itu a tin g  th e  sa m p le
Basic descriptive data about participants is provided in order for the reader to judge for whom 
the findings may be relevant.
G ro u n d in g  in  e x a m p le s
Examples of raw data are used to illustrate the analytic process and to demonstrate how the 
researcher conceptualised and interpreted the phenomenon under study.
P ro v id in g  c re d ib ility  ch ec k s
To check the credibility of themes identified by the researcher, a lecturer in qualitative 
research methods and a group of three other trainee clinical psychologists all of whom had 
completed a semester course in qualitative methods and were currently conducting doctoral 
research using qualitative methodology, undertook a detailed reading of one transcript and the 
initial list of themes for this interview produced by the researcher. Their comments were 
discussed and ideas incorporated back into the analysis. At a later stage, two clinical 
psychologists with considerable experience of working with siblings of children with autism 
read drafts of the analysis containing extracts of the transcripts. This aim was to verify the 
researchers interpretation of the data to ensure that themes were representative of participants’ 
accounts. The findings of the study were also compared to the existing research literature.
C o h eren ce
The study presents an integrated summary of the analysis, using a narrative overview of 
themes alongside a structured table of themes to provide coherence and to signpost the 
researcher’s understanding of the data.
A c c o m p lish in g  g e n e r a l vs. sp e c if ic  re sea rc h  ta sk s
It is acknowledged that the findings of this study are limited to this group of children and 
young people with a sibling with autism, as it illustrates how they conceptualise and report 
their own experiences. It is not necessarily generalisable to others groups of children or young 
people who have a sibling with autism or to adults. It aims to provide information that may 
aid future research but is not intended to be representative of the population in general.
R e so n a tin g  w ith  re a d e rs
Two clinical psychologists with considerable experience of working with siblings of children 
with autism read drafts of the study and have judged it to capture accurately the participants’ 
perceptions and experiences of having a sibling with autism.
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3. ANALYSIS
3.1. Overview
The following six superordinate themes emerged from the analysis: general understanding of 
autism, lived experience of a sibling’s autism, negative reactions of others, systemic impact, 
role asymmetry in the sibling relationship and coping with a sibling’s autism. Within each of 
these master themes are subordinate themes that illustrate shared aspects of participant’s 
experiences (see table 4 below). A detailed table of where each theme appears in individual 
participants’ accounts is provided in appendix 12.
Table 4. Master list of themes for the participant group
Superordinate themes Subordinate themes
General understanding of autism • Autism as disability
• Autism as a disability of communication
• Causal attributions for autism
Lived experience of a sibling’s autism • Autism as behaviour problems
• Autism as communication problems
• Description of emotional experience
• Comparison with others
• Maintaining sibling status
• Hope for sibling improvement
Negative reactions of others • Enacted stigma
• Felt stigma
Systemic Impact • Impact on relationships with parents
• Restrictions on family life
• Maintenance of friendships
Role asymmetry in the sibling relationship • Helping roles
• Asymmetrical playmate roles
Coping with a sibling’s autism • Sibling/young carers groups
• Respite care for the sibling with autism
• Talking to others
The analysis focused on identifying themes that were most pertinent to how participants’ 
made sense of autism, the factors that appeared to influence this process, the most striking 
aspects of their experiences and any strategies they employed to cope with this experience. 
Although some themes became apparent in relation to the areas of questioning outlined on 
interview schedule, others emerged spontaneously. The first theme, ‘general understanding of 
autism’, appeared to set the scene for those that followed as it expressed the way participants 
tried to make sense of the term of autism itself.
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3.2. General understanding of autism
3 .2 .1 . A u tis m  a s  d isa b ility
One way in which participants appeared to understand the meaning of autism was to describe 
it in more concrete terms and incorporate it into familiar categories of knowledge. This was 
particularly interesting given the age of the participants, the complex nature of autism and 
similarities with ‘objectification’ and ‘anchoring’ concepts of social representations theory.
All participants defined and described autism as a lack of abilities or general disability, 
however the extent to which this was implicit or explicit in their accounts varied. This 
involved both participants’ objectification of autism as a lack of abilities and anchoring it to 
the familiar and general concept of disability. Such an apparently obvious theme seemed to 
encapsulate the prevailing view of autism in psychology and indeed in British society. Most 
participants’ defined their understanding of the term autism with reference to their sibling, 
describing it as a lack of abilities affecting their sibling’s mental capacities and behaviour.
“Um, I’m not really sure, um, how I’d explain it, but I would just say like, he’s got 
autism which like, he can’t understand things like books and he can’t speak properly 
or he can’t do as much as other people and stuff like that.” (Jane, 12)
Describing autism as a lack of abilities appeared to highlight their siblings’ differences from 
other ‘normal’ children and differentiate them as not ‘normal’. This occurred principally 
through comparing their sibling to others. One participant, Sally, used these comparisons to 
explain autism, however she was ambivalent about classifying her sister with other people 
with autism.
I: “Okay, can you tell me what you know about autism and what that word means to 
you? ”
P: “I don’t quite understand really. I don’t think, if I think of autism I just think of 
Lisa, but I don’t think, I see other autistic people but I don’t think Lisa is as bad as 
they are, sometimes. They’re just not like normal, other people their age, she’s not 
like a normal nine year old.”
I: “In what ways is she not like a normal nine year old? ”
P: “Her speech and the way she moves as well and she can’t, she can read a little bit 
but she like has a problem reading and she can’t write properly either.” (Sally, 14)
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However, categorising autism as disability varied across the group. One participant, Colin was 
more inclusive and did not differentiate autism from physical disabilities in his definition.
P: “Well, if someone said autism to me you could think about a person who’s like my 
brother who can’t speak and maybe sort of, you know dances around and messes 
around and stuff, or maybe someone in a wheelchair or something, like that, um, and 
they maybe blind or deaf of anything, anything like that really, that’s what I think of 
when I think of, when I think of autism, that’s what comes into my head.” (Colin, 12)
In some accounts participants defined their sibling as disabled rather than as having autism. 
This process of categorising autism as disability appeared to make it easier to explain the 
condition to other people. Moreover, some participants expressed this view explicitly, 
although it was implicit in other accounts. These participants conceptualised autism as a 
disability and stated that they often used the word disabled rather than autism to explain their 
sibling’s difficulties. Although the researcher initially interpreted this to be a simple case of 
lack of knowledge, both participants described it as a way of helping other people understand 
autism.
“If someone didn’t know what autism meant I would just say disabled.” (Robert, 12)
Ellen’s account suggested that although she acknowledged autism as a label for her brother’s 
disability, she would more commonly describe his difficulties as a disability due to others lack 
of understanding of the condition. However, she appeared confident about using the term 
autism in the future due to the public’s increased awareness of autism following the recent 
MMR vaccination debate.
I: “So I ’ve been talking about Neil as having autism. Is this a word you would use? ”
P: “Yeah, autism with ADHD.”
I: “In what kind o f situations would you normally say that? ”
P: “If say, he was hitting a child or something outside, and the parents would wonder, 
we’d have to tell them that, sorry he’s disabled. You would say, sometimes they 
would probably understand disabled rather than autism, but now it’s becoming more 
common with the MMR things that have happened so, people do understand more 
about autism now as well.” (Ellen, 15)
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3 .2 .2 . A u tis m  a s  a  d isa b ility  o f  co m m u n ic a tio n
Participants most commonly classified autism as a disability of communication. This appeared 
understandable given participants’ perceptions of autism as a lack of concrete abilities. Many 
participants perceived autism as a disability of speech and thus something that made their 
siblings noticeably different from others.
I: “I ’ve been talking about Jake as having autism. Is this a word you would use or are 
there other words? ”
P: “I just say, if someone asks about him I just say he is disabled, they know what I 
mean, I just say something like he can’t talk or, or he talks in a sort of gibberish, he’s 
like, umumum, sort of, a bit like that, that’s what I would say if they asked, that’s the 
main thing about him which is unusual, I would sort of say he talks gibberish”.
(Colin, 12)
This participant defined his brother’s disability as speech difficulties in his explanations to 
others. However, one participant’s perception of autism as a disability of communication 
fitted with his own experience of his brother’s condition and explanations given by to him 
professionals. This led him to reject autism as a label for his sibling’s difficulties and 
minimise the other less obvious characteristics of his brother’s autism.
I: “Yes. I ’ve been talking about Sam as having autism. Is that a word you would use 
or are there some other words you use to describe the way he is? ”
P: “Well other doctors said communications disorder and that really is all that’s 
wrong with him. Apparently, autistic children are incapable of showing affection, 
which is totally wrong when it comes to Sam, so I will not use such a term to define 
my own brother when it’s, it’s only one facet that’s wrong with him and that’s 
speech.” (Kevin, 16)
This account seemed to further explain participants’ conceptualisation of autism as a disability 
of communication, being one of the most observable features of their siblings’ condition. 
Other participants (Matthew, Billy and Jessica) similarly categorised autism as a 
communication disorder but their descriptions were in the context of it being a problem in the 
brain.
“Well, Peter’s autistic, and I know that autism is a communication problem, well it 
could be classed, I suppose it is classed as a disease but, it’s not a disease in the sense
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of being contagious obviously, it’s in the brain, so it’s not, it’s not pathogen based 
thing, it’s just some, it’s a type of disorder that affects communication.”
(Matthew, 16)
Although Jessica described autism as a communication disorder in the brain, she expressed a 
somewhat alternative view. She rejected perceptions that her sibling’s lack of speech should 
be viewed as disability, mental illness or stupidity and appeared to find a different meaning in 
brother’s lack of speech, by perceiving that he had chosen not to speak.
“Well it’s a communicational disorder, in the brain, he’s not mentally ill. It’s not that 
he’s stupid and it’s not like he can’t talk, it’s just that he doesn’t feel the need really. 
He doesn’t just want to, he doesn’t see the point.” (Jessica, 11)
3 .2 .3 . C a u sa l a ttr ib u tio n s  f o r  a u tism
Participants’ anchoring of autism in the more familiar and general concept of disability was 
understandable given their profound uncertainty regarding its underlying aetiology and cause.
I: Okay. Have you ever wondered what caused Ann to have autism?
P: Yeah. I used to think because Mum smoked. It was because of that. That was one 
of the main reasons but other than that I just didn’t think about it much, and I think it 
was just, I don’t know what it was, really.
I: What do you think now about what caused it?
P: I don’t think, I think it was just, I don’t know, something. I don’t know.
I: Do you still think it was because your Mum smoked?
P: No. It could have been anything. (Billy, 11)
Almost all participants’ expressed similar uncertainty about the cause of their siblings’ autism 
and most provided several attributions. Most participants perceived autism as caused by the 
MMR vaccination, which was expected in light of recent debate. Some participants perceived 
autism as a developmental problem, and some attributed the cause to genes. Other possible 
causes related to their mother’s illness or behaviour or their sibling having a medical problem 
or accident. However, the researcher viewed these as tentative hypotheses and participants’ 
uncertainty remained, regardless of their age.
“I did say about the MMR vaccine and the possibility of that. We also were possibly 
thinking about it might have been when he fell down the stairs once or something like
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that. But, from what I’ve read there’s not really any incredibly firm proof as yet, so 
I’m not going to jump to any personal conclusion until they’ve found out more.”
(Matthew, 16)
“Um, well I’ve always, I’ve thought about the MMR you know and I’ve thought of 
stuff like you know maybe banging his head really hard one day or something, but 
I’m not really, I’ve never known really what, what to say, um, it could have been, 
anything really, it could have been something, it could have been like, a bug in his 
brain or whatever, but I honestly haven’t got a clue, what to, what to think about that.”
(Colin, 12)
A few participants were able to explicitly draw on previous explanations that had been given 
to them by their parents. Robert (12) stated that his mum had told him she noticed his brother 
had problems as a young child, so her explanation that he was bom with it made sense to him 
and produced less uncertainty. Jane also reported that her mother had explained the cause of 
her brother’s autism. However in contrast to Robert, being given an explanation did not 
alleviate Jane’s uncertainty.
“Well my mum got chicken pox when she was pregnant with my brother, and um, I’m 
not really sure but something happened and, I’m not really sure, I’m not sure that 
that’s actually true, but that’s what she said, probably, but, nobody, I don’t think 
anyone really knows.” (Jane, 12)
Accompanying participants’ uncertainty was the frequently expressed view that the causes of 
autism were not firmly understood by themselves or professionals and there was no cure. This 
appeared to contribute to participants’ overall lack of understanding of autism. According to 
one participant, Kevin, this perception of autism as a condition not understood appeared to 
discredit it as a term used by doctors to pacify parents and may help explain why many 
participants described it in more objectified terms and anchored it to the concept of disability.
“Well, I really would like a proper explanation, [...]4 a method as to how autism was 
formed, then there would be a cure for it. In the meantime there’s all this theoretical, 
medical terms which doctors use to, probably just to ease the parents. I don’t think
4 Transcript notation: Three dots in brackets [...] represent that less relevant text has been omitted in 
the interest of clarity and saving space.
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anything would make a person understand what autism really is. Not even a 
dictionary.” (Kevin, 16)
3.3. Lived experience of a sibling’s autism
Although many participants’ understanding of autism as a problem with communication 
seemed to be strongly evident in their discourse about their sibling’s condition as described 
earlier, for others it was grounded in their experience of living with their sibling with autism. 
The precise nature of the relationship between participants’ discursive understanding and 
experience of their sibling’s autism was complex and it was not possible to disentangle them 
entirely. Consequently, the similarities and differences between participants’ experience of 
autism and their discourse about it were of particular interest to the researcher.
3 .3 .1 . A u tis m  a s  b e h a v io u r  p r o b le m s
Although most participants did not really incorporate difficult behaviour into their discursive 
understanding of autism, it was clearly a major part of their experience of the condition. At the 
start of the interview, participants were simply asked to describe their sibling with autism. 
Many described their sibling in terms of their difficult behaviour.
I: “As I  have not met John before, I  wonder ifyou could just tell me a bit about him? ”  
P: “He, well he’s nine, and, he’s quite, he’s quite difficult, and, he, he gets, like 
agitated all the time if he doesn’t get his own way or anything, and err I can’t think of 
anything, He’s quite sort of lively as well, very lively.” (Jane, 12)
Similarly, other participants began by describing their sibling in terms of their behaviour 
problems. Robert was very open about the experience of his brother’s physical aggression and 
the emotional affect it had on him, despite learning ways of protecting himself from it.
P: “He’s quite loud, and when he doesn’t get his own way he sort of like head butts 
the wall, or he sort of like hits my mum or me.”
I: “What’s that like when he hits you? ”
P: “It doesn’t really hurt now because 1 used to go to a karate club so I sort of know 
how to block it.”
I: “So you feel that you are able to protect yourself now? ”
P: “Yeah. But he sometimes scares me as well because like, he suddenly screams and 
starts chasing me and hitting me. I sort of hide behind my mum.” (Robert, 12)
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The difficult behaviour of siblings appeared to be a significant part of participants’ experience 
of autism in many ways. Jessica described how her brother’s disruptive behaviour frequently 
affected her ability to sleep.
P: “Once, before the bedroom was decorated my bed used to be across there, and I 
had this bookshelf across there, and he pushed it over me once, and because my Dad 
had just fitted the shelf, and he came in and he turned the light on, and he climbed 
across the shelf and he pushed this bookcase on me and I woke up, and I was covered 
in books.” (Jessica, 11)
Some participants described how their siblings’ with autism interfered with their personal 
property, and this was a common source of discontent noted by the group. John described how 
his brother frequently disturbed his possessions, and this was made more difficult to cope with 
by the fact that they shared a bedroom.
“He’d be running around and he’d be flicking on his music, he’d be playing on his 
computer, and he goes through my stuff as well. Fair enough, he can look through 
some of my things but some of the things that are personal to me, I’d like him not to 
go through.” (John, 15)
Moreover, many participants experienced their sibling’s behaviour as most difficult when they 
were in public places. Sally was one of several participants that described shopping as an 
activity that could be problematical with a sibling with autism because of their behaviour.
“Sometimes, because when my Mum goes shopping, she can’t take Lisa with her, but 
we did last week but that was only because my Dad was going out and she wanted me 
to come with her, but she was really playing up and she was being naughty, so we 
started going shopping, down the aisles and everything and she was being really 
naughty and screaming and everything.” (Sally, 14)
The relationship between participants’ perceptions and actual experiences of being with their 
sibling in public places were complex and will be returned to later.
The majority of participants perceived their sibling’s behaviour as problematic and negative. 
In a somewhat contrasting experience, Maria appeared to frame her sibling’s behaviour in a 
positive way by finding a different meaning in her sister’s actions. However, the researcher
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interpreted this as a way of coping with her sister’s aggressive behaviour when it occurred in 
the presence her friends.
“When I’ve got two of my friends round or something, [...] Natalie will just go and 
jump on them and they’ll be going Maria, Maria, help me and I’ll be going no, I can’t 
help you my sister’s playing with you. I take her side most of the time because I know 
if I don’t take her side she’ll beat me up.” (Maria, 14)
3 .3 .2 . A u tis m  a s  c o m m u n ic a tio n  p r o b le m s
Communication problems were evident both in participant’s general understanding of autism 
and when they talked in depth about their experience of having a sibling with autism. 
Throughout the interview, participants referred to difficulties they had communicating with 
their sibling, however these took various forms. Many described episodes of confused 
communication with their sibling that frequently produced distressing consequences and often 
resulted in difficult behaviour. John’s account suggested that confused communication was a 
common trigger for his younger brother’s anger, which could be frightening for him.
“He’ll talk normally as we’re talking now and we’ll have a conversation, but he may 
use say, phrases and quotes and stuff like that in the wrong context. Then that will 
confuse me and then I’ll sort of say, what do you mean by this and then he won’t 
understand and he’ll think, oh God I’m confused, I’m frustrated and then it’ll kick off 
from there, and he’ll start getting really annoyed and angry, and he’ll sit there, sit like 
this and he’ll go John you’re making me angry, you’re making me angry and all this. 
I’ll be like whoa, what have I done you know, asked you a question and then he’ll 
maybe run out the room or he’ll say I don’t want to hurt you, I don’t want to hurt you 
and his anger just builds up really, really, really quickly. It can be a little scary 
sometimes, for me.” (John, 15)
Other participants’ described difficulties understanding what their sibling would be trying to 
communicate, mainly due to their lack of speech or to it being unclear.
“I don’t know. Sometimes she’ll be asking me for something and I don’t understand 
what she, like she’ll be pointing and making noises that I don’t understand what she’s 
trying to say and she gets angry, and starts crying and that.” (Sally, 14)
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Participants often experienced difficulties interpreting their sibling’s communication and this 
was seen as a source of frustration and concern for them. Kevin felt that his brother’s reliance 
on gestures could create stress and result in emotional upset for the family.
“Well, he makes gestures to what he wants, but sometimes it’s really not clear and we 
can’t really understand. So that makes it stressful for us because then he gets upset 
and then we get more angry then he gets more upset and it throws him into greater 
distress, so you know.” (Kevin, 16)
Kevin’s quote above illustrated the way in which sibling’s communication difficulties caused 
stress, anger and confusion for participants and their siblings. In contrast, Colin was more 
concerned with the practical effects his siblings’ lack of speech had on him and his family.
“[...] Once he got something wrong with his throat, I don’t know something, and then 
we wouldn’t realise until he just, until we took him to the doctor after a while and 
then he said he’s got whatever it was, and then, if he could have been, if he was able 
to talk he would have just said, I feel sick or whatever, and then we could have just 
taken him to the hospital.” (Colin, 12)
3 .3 .3 . D e sc r ip tio n  o f  e m o tio n a l ex p e r ie n c e
Participants’ inability to understand their siblings’ communication, its limited nature and the 
emotional difficulties these created were an essential aspect of their experience of living with 
a sibling with autism. Stress, fear and anger were emotional reactions participants associated 
with difficulties they had communicating with their sibling. However, they also described a 
less specific emotional reaction in other contexts, which was more difficult to interpret.
Their most common description of their emotional experience was feeling ‘annoyed’ or that it 
was ‘annoying’. Although participants used these terms in many different contexts throughout 
the interview, they were mainly evident in their replies to questions that requested an 
emotional response, i.e. how do you feel about that? The researcher initially interpreted these 
words as being used to express a general mild feeling of anger. However, the word ‘annoy’ 
can have multiple meanings that include anger, irritate, frustrate, aggravate and upset. 
Therefore, the particular meaning for individual participants was very difficult to establish.
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Almost all participants’ accounts relied on this description of emotion, not just when asked 
directly about how they felt about a particular situation but also spontaneously at other times. 
In Jane’s case, being asked to picture autism in her mind prompted the use of the term.
I: “  Well, just how you might picture autism in your mind? ”
P: “Um, usually like difficult or something like that, um, (laughs), challenging, a bit 
annoying sometimes.” (Jane, 12)
Jane’s quote above illustrates the difficulty the researcher experienced interpreting exactly 
what this term meant to participants. In this instance it may have been expressing irritation, 
frustration or anger. These concerns were compounded by the fact that it was used to differing 
degrees. Colin appeared to use the term to describe feeling ‘a bit’ annoyed and upset about 
having a brother with autism.
I: Have you ever thought why me, why did I  have a brother who is disabled?
[...] “It’s just, I mean, it’s a bit annoying, and upsetting. I just, it’s just bad. I just 
wish it wasn’t me, who had been picked to have a disabled brother or sister, which is 
like upsetting.” (Colin, 12)
Lee stated that he felt ‘quite annoyed’ about his brother’s behaviour. However, he appeared to 
use to use the term to describe feelings of irritation rather than anger.
I: “What, i f  anything do you think you can do to help Stanley cope with autism? ”
P: “[...] Like you help him to do something, but then he just turns it round and does 
something else.”
I: “How does that make you feel?  ”
P: “It’s quite annoying sometimes.” (Lee, 16)
Interestingly, only one participant provided any further explanation of the personal meaning 
of this term, “it’s annoying, it makes me feel angry”, (John, 15). Moreover, the researcher did 
not make any enquiries as to the personal meanings of these terms to participants during the 
interviews. On reflection, the researcher interpreted participants’ frequent use of these terms 
as either them having difficulties finding the right words to describe their experience or that it 
was a word that has a range of meanings for children and young people.
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3 .3 .4 . C o m p a r iso n s  w ith  o th e rs
In contrast to the many negative aspects of having a sibling with autism described above, 
participants’ often highlighted the positive aspects of their experience. Many participants’ 
employed downward social comparisons (Wood, 1989) to express how easy their sibling was 
to live with, by comparing them more favourably than their peers’ siblings’ without autism.
“When my friends little brothers were younger and when they were four and started 
school they were really difficult, and I used to remember, we used to go and see them 
in the Amdale Centre and they used to lie on the floor and kick and scream and stuff, 
but my brother wouldn’t be that bad.” (Jane, 12)
Jane’s quote above illustrated the way in which participants’ stressed how difficult their peers’ 
siblings’ were to cope with, which was achieved by the use of downward social comparisons. 
Interestingly, several other participants used this same kind of downward comparison with 
their peer’s siblings’ for an identical purpose as shown by Matthew.
“Yeah, in ways he is easier to live with, because you don’t get the sort of typical, I 
mean I know a lot of my friends have younger brothers, and they certainly you know 
are arguing and fighting with them all the time, so in that respect yeah it’s definitely 
easier.” (Matthew, 16)
Participants’ employment of downward social comparisons seemed to be used to emphasis the 
benefits of a sibling with autism and that they were more fortunate than their peers. Similarly, 
one participant, Kevin, described using this type of comparison in conversations with his 
friends to minimise the extent of his sibling’s difficulties, although he compared his brother to 
other physically disabled people rather than to peers’ siblings.
“I’ll just say Sam’s fine, he just can’t speak you know like you and me can, and then 
they’ll go like all pitiful like ohhhhhh. I’ll say oh don’t go like that, there are other 
people who are worse off than Sam is, some people are in a wheelchair. At least he 
can walk and he’s got all of his limbs functioning. You have to see things from the 
optimistic side”. (Kevin, 16)
3 .3 .5 . M a in ta in in g  s ib lin g  s ta tu s
In a similarly positive way, the majority of participants explicitly stated that their siblings’ 
with autism maintained their status as siblings despite the many difficulties they could
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present. This belief appeared to outweigh all negative aspects of their experience as illustrated 
in Ellen’s extract below.
“I’d say yeah it would be difficult at times, and you’d be, and you might get upset 
sometimes, and, then you’d still like, its not as if he’s completely not there or like not 
a brother at all, he’s still your brother and I think you just to love him really.”
(Ellen, 15)
This overriding acceptance of their sibling with autism appeared to touch on fundamental 
issues and beliefs as to what makes a person a person or what makes a sibling a sibling. 
Robert expressed the view that his brother remained his brother despite his behaviour being 
different.
“Yeah. I talk about it quite a lot because I’m not like embarrassed or disappointed 
because he’s my brother and I love him. It’s like if someone had a brother or sister, 
it’s just the same as that, it’s just that he acts a bit different.” (Robert, 12)
In contrast, Kevin, went further and explicitly stated unconditional acceptance of his autistic 
brother. This seemed to be a kind of unconscious belief that was present in all situations 
involving his sibling and did not appear to be something that he had to consider consciously.
“No. Never ever thought that, because he’s just a brother. Just because there’s no real, 
I can’t think of a situation where I’ve thought why’s he my brother. No, I’ve never 
ever thought about why’s he my brother. I know he’s my brother, he just is.”
(Kevin, 16)
5.5.6. H o p e  f o r  s ib lin g  im p ro ve m en t
Interestingly, the majority of participants’ were very positive about the future and expressed 
hope for improvement in their sibling’s abilities, despite acknowledging that their autism 
would be forever. An extract from Jessica’s account described how she maintained hope her 
brother would improve.
“But his learning difficulties could get better, because one day, maybe one day, he 
might go to school, and hopefully the right school that can help him, and even if he’s 
not really good at writing and maths and things, as long as he can do self help skills, 
then he’ll be okay. One day he might be able to do things for himself.” (Jessica, 11)
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Sally also hoped for improvement in her siblings’ condition and this was developed in the face 
of uncertainty regarding its permanence.
I: “Okay. Do you think autism is something Lisa will have forever? ”
P: “I’m not sure, she might grow out of it. I’m not sure if you can grow out of it. 
She’ll get better, like her reading and writing will probably get better because she’ll 
learn. She’ll be talking a lot more hopefully. I think she might have like bits of it still 
in her, if you understand what I mean. I’m not sure if it will be gone completely, I 
don’t know.” (Sally, 14)
Kevin was extremely positive about his brother’s improvement and explicitly stated that he 
was certain his brother would not have autism forever.
P: [...] “I assume that he will get better if he can learn how to talk properly. I know he 
will get better, he’s not going to stay like this forever. I hope not.” (Kevin, 16)
3.4. Negative reactions of others
One of the issues that appeared to be facing all participants was the effects negative public 
reactions towards their sibling and their negative perceptions of others’ views of their sibling 
had on them. Participant’ accounts of this relationship with society emerged as two central 
themes, ‘enacted stigma’ and ‘felt stigma’. Enacted stigma refers to actual episodes of 
discrimination and felt stigma is the fear  of enacted stigma (Scambler & Hopkins, 1986). 
Although these themes have been separated in order to explore them, it will be evident from 
the extracts that for many participants they were closely related and interconnected.
3 ,4 ,1 , E n a c te d  s tig m a
Some participants recalled actual experiences in which they had encountered unpleasant 
public reactions when out with their sibling. Participants’ perceived these experiences as 
negative and discriminatory against their siblings’ autism, which caused them emotional 
distress. The researcher interpreted such perceptions as examples of ‘enacted stigma’, i.e. 
actual episodes of discrimination (Scambler & Hopkins, 1986).
I: “What about when you are out with Ann, in the supermarket or in the street? ”
P: “I remember one time we were walking down the thing, and Ann started singing, 
and loads of people started laughing at her. It made me really upset.”[...]
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I: “Did your Dad say anything to anybody? ”
P: “No, we just carried on walking and they were walking along kind of sniggering.”
I: “  What did you think about that? ”
P: “I just thought that’s really mean.”
I: "Yes. ”
P: “Because if they had somebody in their family like that they wouldn’t be 
laughing.” (Billy, 11)
“Sometimes when we go down the pub with my dad people start laughing at her, and 
I’ll have a go at them and say how would you feel if it was you and you were being 
picked on because you were different.” (Maria, 14)
Interestingly, some participants felt that the public were less understanding because their 
siblings’ disability was not immediately apparent. Jane felt that many of the problems her 
family faced in public were due to the fact that autism did not make her brother instantly 
recognisable as a disabled person.
I: “It sounds like you saying people find it difficult to understand because John looks 
like a normal nine year old? ”
P: “Yes, yes he looks just normal, except when he gets like flappy and stuff and then 
they say oh look at him or whatever.”
I: “So it seems that your close friends understand but other people in the street find it 
difficult to understand? ”
P: “Yes, yes, because I think also if you explain it to someone, they would sort of 
think oh really, and like not believe you just because he doesn’t look different, 
because you would think most of sort of disabled people to look different.” (Jane, 12)
Participants reported that this lack of tolerance from others in public often led their parents to 
disclose their siblings’ autism to strangers as an explanation for their behaviour. However, as 
Robert noted, even this did not always prevent negative reactions.
P: “Well like I said before when my mum explains to them, then they either go oh 
yeah right or you shouldn’t have let him do that, or something. Like they sort of go oh 
yeah and like smirk and then walk off and mumble he’s a stupid git.”
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I: “What’s like for you?”
P: “I sort of feel angry because they wouldn’t really like it. I sort feel upset and angry 
after. It’s not nice”. (Robert, 12)
The importance of this theme was evident in the significant emotional impact that participants 
described it had on them. However, it also appeared to influence their perceptions of other 
people’s views of their sibling as described below.
3 .4 .2 . F e lt  s tig m a
Although actual experiences of negative public reactions when out with their siblings emerged 
from only a few participants’ accounts, almost all of them expressed the view that children 
with autism including their siblings were perceived in a negative way. These perceptions 
could be regarded as examples of imagined or ‘felt stigma’ (Scambler & Hopkins, 1986). As 
it did not emerge that all participants’ had actually experienced their siblings’ autism as 
stigmatising, the researcher interpreted that their negative perceptions may have stemmed 
from what participants understood to be the common public view of disability, and this 
constituted a source of distress among them.
I: “ No. I  was just about to ask how you think other people see children with autism? ” 
P: “Different and weird sometimes and scary, if they don’t yeah, they sometimes 
think that they’re like stupid or, just because they’re different.”
I: “What do you think about that?”
P: “I think they’re silly, just because they’re different it doesn’t mean that they’re, like 
not as good as us and like normal people.”
I: “How does that make you feel when you think about the way others see them? ”
P: “Unhappy, really unhappy.” (Billy, 11)
Colin (12) speculated that the reaction his sibling might encounter could either be positive or 
negative depending on whether others were aware that he had autism. However, he had not 
actually experienced any kind of stigma towards his brother.
I: “How do you think other people see children with autism? ”
P: “Well if they didn’t know that they were autistic then they like might point and say 
look at that weirdo or something like be mean like that and nasty, if they knew he was 
disabled or autistic then they might just go, like they might feel sorry for him or, get 
upset or something like that, which is nice.”
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I: “How have you found other people when you have been out with Jake? ”
P: “Um, well I have never actually like seen a stranger in the street and they have 
gone, like, they have said look at that, look at him, what’s he doing or anything like 
that or he’s weird or saying he’s weird or anything.” (Colin, 12)
Participants’ perceptions of ‘felt’ stigma seemed to result in the majority of them fearing that 
other people would treat their sibling in a negative way.
I: “So you think they ’re seen as a bit weird? ”
P: “Yeah, a bit weird and they don’t really have time for children with autism. If they 
go to a school, like a mainstream school, they’re not going pick them for their game 
first time, they’re just going to think you know, he’s just going to be an extra, we’ll
pick you last, and they just get ignored and it’s not really fair. They should have the
same rights as everyone else, because they can’t help the way they are.” (Jessica, 11)
The quotes above suggest that enacted and/or felt stigma was a prevalent aspect of many 
participants’ accounts. It was evident that participants’ perceived being out in public with their 
sibling as offering the potential for negative appraisals by others and causing them emotional 
distress. Thus, their parents often explained their siblings’ diagnosis as an attempt to prevent 
this.
3.5. Systemic Impact
Participants were asked about the experience of having a sibling with autism in the context of 
their family relationships and social networks. They explicitly described their siblings’ autism 
as having the most impact on their relationship with their parents.
3 .5 .1 . I m p a c t o n  re la tio n sh ip  w ith  p a r e n ts
Their siblings’ autism had a profound effect on the availability of their parents and the time 
they were able to spend with them. Many participants felt unhappy about the limited time they 
had alone with their parents. For example, Colin described feeling annoyed about not having 
enough time alone with his parents because his brother with autism was always interfering.
“I said about the scrabble and cards, but sometimes I like to just read a book with my 
mum and he will like disturb us and um, and whenever my dad is trying to take me 
somewhere in the car, he might want to come and take the journey and its just 
sometimes really annoying.” (Colin, 12)
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Having less time to spend with parents seemed to be a real concern for many of the younger 
participants. Interestingly, having less time to talk with parents appeared to have a particularly 
significant impact on mother-daughter relationships.
“It feels like I don’t really get to see her that much, even if I’m always looking at her, 
it’s like I don’t get to sit and talk to her that much.” (Jessica, 11)
“If I want to just sit down and chat with Mum, I can’t because Natalie will want 
something and she’ll be pulling Mum all the time. [...]. But mainly I just wait until the 
time when Natalie’s not here to talk to Mum and I just leave it for the rest of the time. 
(Maria, 14)
However, in a somewhat contrasting view, the older adolescent boys in the study felt that it 
did not have an impact on relationships with their parents. One participant, John, expressed 
the view that it had a positive impact because it provided a topic of conversation with his 
parents.
“If anything, it is something else to talk about that we actually can discuss together, 
because a lot of the time I don’t have a lot conversation with my parents.” (John, 15)
5.5.2. R e s tr ic tio n s  o n  f a m i ly  life
More generally, having a sibling with autism was associated with restrictions on the whole 
family. These restrictions seemed to particularly impact on participants when they threatened 
family activities. One participant, Jessica, illustrates these limitations by having to wait until 
her brother was in respite before she could go out and do things with her family.
“Like if I want to do something with my Mum it’s always no, I have to wait for 
another day, and in the summer holidays, you have to wait until he goes to respite, 
until we can go out, because we can’t take him to the cinema, because he just won’t 
cope.” (Jessica, 11)
This substantial impact on participants’ activities with their families appeared particularly 
difficult for them to accept. This seemed to be because of the implications it had for their lack 
of freedom rather than actually missing the activities themselves.
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I: “So what’s it like for you not being able to go to restaurants and theme parks and 
do stuff like that?"
P: “It’s annoying, just, I mean it’s not something you often do go to a theme park or 
go to restaurant but if we do and we can’t, it’s quite, it’s annoying and a bit, you know 
upsetting is not exactly the word, it’s just a bit, I suppose it’s annoying, that we can’t 
always do what we want to do.” (Colin, 12)
An extract from Ellen’s account revealed the real value of family activities to a participant 
who had lived with her sibling with autism and now did not. She described how her family 
life was restricted in the past and that activities had increased since her brother was at 
boarding school.
“Maybe like going out places, like shopping with Mum, I wouldn’t be able to do that 
really, and generally just going out places and stuff we couldn’t really go. But now, 
we’ve been to much more places. We can go to the cinema as a family, and we go 
bowling, we go to restaurants and things like that now.” (Ellen, 15)
Ellen described increased family activities as a benefit of her sibling being at boarding school. 
However, it is interesting to note that later on in the interview she explains that despite being 
able to do more activities with her parents, she was still lonely and missed her brother.
3 .5 .3 . M a in te n a n c e  o f  f r ie n d sh ip s
In stark contrast to relationships in the family context, participants reported that relationships 
within their social networks were not significantly affected by having a sibling with autism. 
Moreover, most participants explicitly stated that their sibling did not impact on their 
friendships and that these were being maintained.
I: “Okay. So how does having a sister with autism affect your time with your friends, 
i f  at all?"
P: “I don’t think it does.”
I: “ What makes you say that? ”
P: “When I get friends round, if my Mum says we’ve got to look after Ann with us 
and we just say okay and, no it doesn’t really affect us. We just look after, check up 
on Ann every five minutes, and she can come up in my room and play with her Lego 
and things like that.”
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I: "So do you get to go out with your friends as well? ”
P: “Yeah and they come here as well.”
I: "So that doesn ’t really affect time with your friends? ”
P: “No, not really.” (Billy, 11)
In contrast to other people in the wider world who usually reacted negatively to their siblings, 
participants felt that friends were very understanding about the situation and this appeared to 
facilitate the maintenance of their friendships and social networks.
“I really don’t think it has either, because if I want to see my friends now I’d just go 
out and meet up with them, [...] I’ve had sort of friends round the house, and they’re 
just like huh it’s Peter, it’s Matthew’s brother, it’s fine, it doesn’t, they’re used to 
Peter being like that it, doesn’t really restrict you know, how I talk to my friends or 
how I often I see them at all. I mean my friends are really very understanding about 
things”. (Matthew, 16)
3.6. Role asymmetry in sibling relationship
Although some role asymmetry was expected due to participants being all older siblings and 
their younger sibling being disabled, this was a central dimension of the sibling relationship. 
Two distinctive role enactments emerged as themes from participants’ accounts, ‘helping 
roles’ and ‘asymmetrical playmate roles’.
3.6.1. H e lp in g  ro le s
Participants regularly stated that they ‘had to’ look after their sibling, which they often did not 
like doing. This helping role relationship appeared to be commonly ascribed by parents when 
they required extra support or care for the child with autism. Lee was well aware of his 
assigned helping role in relation to his younger brother with autism.
I: "Are there things that you don’t like doing but you have to do? "
P: “Err, sometimes I have to clean him up and then bath him sometimes.”
I: “What’s that like for you?”
P: “I don’t like it.”
I: "Is that something you have to do to help your parents? ”
P: “Yeah, yeah.” (Lee, 16)
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Despite half of participants’ stating dislike of the helping roles ascribed by parents, at other 
times helping roles emerged spontaneously during sibling interaction. These roles appeared 
enjoyable for participants and seemed to be an assumed part of an older sibling role. Billy 
noted that he frequently helped his younger sister without being asked because he understood 
her needs.
“Sometimes if she’s like, she wants to choose some juice, I’ll go down and sort it out 
because I understand her and, and sometimes if she needs, if she wants toast and we 
don’t have any bread I’ll go down to the shop and get some bread and come back up 
for her. And the same for juice and things like that.” (Billy, 11)
Sally’s account suggested that she frequently helped her sibling without being asked because 
she recognised that her mother was busy and she wanted to make her life easier. Thus, helping 
roles that seemed spontaneous may have had an underlying meaning and purpose.
“I don’t know. Like say if my Mum’s busy, I’ll wash or like give Lisa a bath. If my 
Mum’s gone to like Savacentre or something. It makes it a little bit easier for my 
Mum when she comes back because she doesn’t have to do as much. (Sally, 14)
3 .6 .2 . A s y m m e tr ic a l p la y m a te  ro le s
As participants described the activities they shared with their sibling, asymmetrical playmate 
roles within the sibling relationship emerged. It was apparent that although either sibling 
could initiate play, participants usually directed it and it generally involved activities that they 
knew their sibling liked or was capable of doing. Thus participants’ social engagement with 
their sibling was directed by their limited play and interactive skills. Colin described his play 
with his brother as consisting of sharing an activity that his brother found interesting.
“Sometimes, he doesn’t watch as many videos as used to, but if he ever watches Basil 
the great mouse detective, he likes that, I might sit with him and watch that or 
something.” (Colin, 12)
In the absence of spontaneous play, participants were required to interact with their sibling 
within the constraints of their abilities. Jessica referred to play with her brother as mostly 
consisting of repetitive activities that he enjoyed or activities directed by her, although these 
appeared to involve more of a teaching role.
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“He says pound, and that means he wants you to sing half a pound of tupenny rice, so 
you have to sing that to him, [...] but sometimes I just go in and play with him, 
because he has a lot of puzzles, shape puzzles, so I’ll like make him do a puzzle or I’ll 
get him a piece of paper and I’ll sit behind him and get his hand make him draw.” 
(Jessica, 11)
Matthew’s description of his shared activities with his brother were centred around finding out 
that his brother could catch a ball and he felt pleased knowing that he found something they 
could do together.
“I actually found out that he could, he was actually quite good at catching a while ago, 
he had probably done that at his previous school or something, you know I was quite 
pleased that he could you know, so I had a game of catch, not very long he kind of got 
bored after a couple of minutes but things like that”. (Matthew, 16)
Through their descriptions of their sibling interactions, participants highlighted the distinctive 
role asymmetry that characterised their relationship. This may be partly expected because they 
were older siblings and would be assuming more dominant roles. However, these qualitative 
aspects of the sibling relationship may have been more attributable to the impact that the 
social communication deficits of their sibling’s autism had on their interactions.
3.7. Coping with a sibling’s autism
Participants highlighted a number of practical strategies that they felt made it easier for them 
to cope with having a sibling with autism. These were sibling/young carers groups, respite and 
talking to others.
3 .7 .1 . S ib lin g /y o u n g  c a re rs  g ro u p s
All participants were asked their views about sibling or young carers support groups. The 
majority of participants had attended these groups and described the support they received 
from them in a very positive way. Jessica described these groups as a place where she could 
be herself rather than be a young carer.
“That if you want to talk about it you can. You can just forget about it for one day, 
because I go once a month and you haven’t got to mention anything. It’s just really 
easy because you can just be yourself and no one is going to ask questions, and most 
of them can’t really do things either.” (Jessica, 11)
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Jane also commented that she found them useful, but for her it was the shared experience with 
other children in a similar position that seemed particularly beneficial.
“Um, it’s just like um, because you don’t really talk about it much, but it sort of helps 
you a bit, when you do talk about it, to see like, what everyone else’s brothers and 
sisters are like, because it sort of makes you feel a bit better, to know that you’re not 
the only one.” (Jane, 12)
For other participants who had not attended these groups this was a hypothetical question. 
Interestingly, a few participants expressed the view that these groups would not be useful. 
John felt that they would involve trying to be supportive to other people and he didn’t feel 
able to cope with other people’s problems as well as his own.
“I don’t like listening to other people’s problems. Yeah, fair enough if it’s one to one 
but I don’t like large groups I don’t know why. [...] It’s just offloading onto me, and 
I couldn’t cope with that, that would be too much.” (John, 15)
3 .7 .2  R e sp ite  c a r e  f o r  th e  s ib l in g  w ith  a u tism
Although participants were not asked specifically about their views on the benefits of respite 
care for their sibling, some participants stated that this was useful as it allowed them to spend 
time alone with their parents and thus helped them cope.
“The respite helps because like me and my mum can do things together. We go ice 
skating and stuff.” (Colin, 12)
3 .7 .3 . T a lk in g  to  o th ers
Generally participants acknowledged that talking to others could be helpful, however some 
were more explicit about these benefits than others. Robert felt that talking helped him ‘get it 
off his chest’ and enabled him to cany on coping. He noted that his Mum did not always 
appear to listen so he often relied on other family members to talk to about his sibling.
“Yeah it does because it gets it off my chest sort of like, if I talk to my mum about 
Anthony she will like say yeah, yeah, yeah, But like my cousins will be like 
fascinated and they’ll like want to listen. It makes me feel better and it’s makes it 
easier that I’ve told them, because I can like carry on.” (Robert, 12)
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John also expressed the view that talking to others was really helpful, but for him it was the 
confidentiality that his best friend offered that he particularly appreciated.
“Yes. It is a big, big help having someone that you can talk to, and knowing they 
won’t go away and say oh such and such has done this sort of thing. He won’t tell 
anyone.” (John, 15)
In contrast, Jessica was more ambivalent about the value of talking to others in helping her 
cope. She noted that did not see the point of talking because it couldn’t really change things 
however, she also felt that it still helped to some extent.
I: “So do you think talking to others helps? ”
P: “Yeah. But I don’t really see what they can do about it, but it’s just so someone 
else knows things and then if I do get a bit moody then I’m not just being like it, that 
it’s for a reason”.
I: “So talking to others can Y really change things? ”
P: “No, but it just kind of helps a bit.” (Jessica, 11)
217
4. DISCUSSION
This study aimed to explore perceptions and experiences of autism among a group of children 
and young people all of whom had a sibling with the condition. It attempted to focus on the 
content of participants’ conceptualisations of autism alongside the personal experience of 
having a sibling with autism. The themes that emerged from the analysis indicated that 
participants’ appeared to share particular aspects of their experiences and these were common 
across their accounts.
A number of themes emerged in the analysis. Participants’ general understanding of autism 
was as a disability and in particular as a disability of communication. This categorisation was 
understandable given their uncertainty regarding its cause. Although most participants did not 
really incorporate difficult behaviour into their general understanding of autism, it was a 
major part of their experience of the condition. However, siblings’ communication problems 
were evident in both their general understanding of autism and their lived experience. 
Participant’s most common description of their emotional experience was feeling ‘annoyed’ 
or that it was ‘annoying’. Positive aspects of their experience included expressing how easy 
their sibling was to live with through the use of downward social comparisons, maintaining 
their siblings’ status and hope for improvement. Negative public reactions and their negative 
perceptions of others’ views of their sibling had significant emotional effect. Their siblings’ 
autism was described as having most impact on relationships with their parents and was 
associated with restrictions on the whole family, however friendships were maintained. Role 
asymmetry was central to their sibling relationship and included helping roles and playmate 
roles. Participants highlighted practical coping strategies that included attending sibling/young 
carers groups, respite care for their sibling with autism and talking to others. These themes 
will now be examined in more detail.
4.1. Examining themes in context of previous theories and research
4 .1 .1 . A  u tism  a s  d isa b ility
Participants’ perceptions of autism primarily as a disability reflect the processes of anchoring 
and objectification inherent in social representations theory (Moscovici, 2000). They seemed 
to use an anchoring process to try to make sense of the concept of autism, by incorporating it 
into more familiar categories of everyday knowledge. Participants’ objectification of autism as 
a lack of abilities seemed to help them make more concrete the abstract nature of the disorder 
and thus make it easier to understand. Moreover, there seemed to be probable benefits for 
participants’ gained by conceptualising autism in this way. For most participants’, defining 
their sibling’s autism in this way as a disability-primarily meant that it was easier to explain to
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others. This parallels the way the concept of autism has been denoted in modern society and it 
can be viewed as a social representation. Moreover, it also appears similar to professional 
representations of the concept of learning disability.
The only previous study that has examined siblings’ understanding and perceptions of autism 
focused on their cognitive conceptualisations of the disorder without reference to context. 
Glasberg (2000) found a lower level of cognitive sophistication in siblings’ understandings of 
the concept of autism than predicted based on their cognitive developmental level. Moreover, 
many siblings’ in Glasberg’s (2000) study demonstrated a lack of information or incorrect 
information about autism. Participants’ perceptions and conceptualisations of autism as a 
disability in the current study when considered in the context of social representations theory 
may provide additional understanding to Glasberg’s (2000) findings.
All participants in the current study categorised autism as disability and described it as a lack 
of specific abilities. These findings suggest that they tried to make sense of the unfamiliar 
concept of autism by making it more concrete and thus simplifying it. This would produce the 
less sophisticated cognitive explanations and the lack of information about autism found by 
Glasberg (2000). Thus, it may not be that children have a slower understanding of these 
disorders as Glasberg hypothesised, rather they integrate the scientific and professional 
knowledge given to them about autism into their existing social representations. Moreover, 
children may incorporate this information into a more familiar categorical context of everyday 
knowledge and make this abstract information more concrete through their social interactions 
and communication. This explanation appears plausible given the reasons many participants 
in the current study provided for categorising autism as a disability, primarily that it made it 
easier to explain to other people. Moreover, this may further support Glasberg’s (2000) 
finding that all groups demonstrated that they understood the implications of autism within 
their assumed cognitive level, as they would not need to anchor or objectify this kind of 
experiential information, as it would not be as unfamiliar or inaccessible as information about 
the concept of autism itself.
Social representations theory therefore provides a promising and potentially useful theoretical 
framework for understanding previous research findings in this area. Interestingly, it has not 
yet been applied to children’s understandings of health related topics in published research 
studies to date. However, it seems to be a particularly useful approach for studying children’s 
perceptions and understandings of more abstract concepts such as autism. Moreover, it could 
be hypothesised that their limited cognitive abilities would make them more likely to engage
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in processes of anchoring and objectification when faced with new information in an attempt 
to make sense of it and give it meaning. However, quotes from participants’ in this study 
suggest that additional factors may influence how children represent autism, as their ideas also 
seem to have developed out of those provided by adults such as doctors and parents.
4 .1 .2 . L iv e d  ex p e r ie n c e  o f  a  s ib l in g 's  a u tism
The difficult behaviour of their siblings with autism was a central concern and a key aspect of 
participants’ individual experiences in this study. Moreover, many of them actually described 
their sibling in terms of their difficult behaviour. This is consistent with previous research that 
found siblings of children with autism report disruptive, strange and upset behaviour in their 
siblings (Bagenholm & Gillberg, 1991; Roeyers & Mycke, 1995). It also appears consistent 
with clinical experience that suggests children with autism display more behaviour problems 
than other children. However, the communication problems of children with autism and the 
impact these have on their siblings have not been specifically studied in previous research. 
One possible explanation for the finding in the present study may be that many of the siblings’ 
with autism had limited communication skills or were non-verbal. Nevertheless, this is a new 
finding in this area that is need of further confirmation.
Stress, fear and anger were emotional reactions participants’ associated with difficulties they 
had communicating with their sibling. However, siblings of children with autism have not 
explicitly reported these emotional reactions in previous research and so they require future 
study. Furthermore, participants’ most common description of their emotional experience was 
feeling ‘annoyed’ or that it was ‘annoying’. The researcher interpreted these words as being 
used to express a general mild feeling of anger. However, these words appeared more of a 
qualitative description of their experience and not really a finding that could be compared to 
existing quantitative research.
Positive aspects of the lived experience of a sibling’s autism were evident in various forms in 
participants’ accounts. Processes of downward social comparison were apparent in their 
transcripts and these were used to emphasis how easy their sibling was to live with and by one 
participant, Kevin, to minimise his sibling’s difficulties. Previous researchers have considered 
the motives involved in social comparisons, in particular self-enhancement in the face of a 
threat to an individual’s self-esteem (Finlay & Lyons, 2000). However, the present study did 
not explicitly investigate the self-identity of participants. Thus, although it may appear that 
they employed downward social comparisons to bolster their self-esteem in the face of a 
frequently difficult experience, this was not evident in participants’ accounts. Other positive
220
aspects of their experience included participants’ maintaining their siblings’ status despite the 
difficulties they could present and participants’ expressed hope for improvement in their 
siblings’ abilities in the future. However, these are exploratory findings not evident in 
previous research with siblings of children with autism, so require future investigation.
4 .1 .3 , N e g a tiv e  re a c tio n s  o f  o th ers
In their research with adults with epilepsy, Scambler and Hopkins (1986) conceptualise 
stigma into a dichotomy o f ‘felt’ vs. ‘enacted’ stigma. Enacted stigma refers to actual episodes 
of discrimination and felt stigma is the f e a r  of enacted stigma. Scambler and Hopkins (1986) 
propose that felt stigma is far more prevalent than enacted stigma, that it precedes rather than 
follows enacted stigma and may be the result of parental influences. Although episodes of 
‘enacted’ stigma emerged from only a few participants’ accounts, almost all participants’ felt 
that their siblings were perceived in a negative way and these perceptions were considered 
examples of ‘felt’ stigma (Scambler & Hopkins, 1986). The findings of this study support the 
distinction between ‘felt’ vs. ‘enacted’ stigma in siblings of children with autism, extending it 
from just affecting the person with the disability to family members. Furthermore, it suggests 
an increased occurrence of ‘felt’ stigma even in the absence of reported experiences of 
‘enacted’ stigma among these participants. However, felt stigma identified in this study may 
have stemmed from what participants’ understood to be the common public view of disability, 
rather than the effects of parental influences described by Scambler and Hopkins (1986).
Moreover, participants described how their parents appeared to have a role in limiting the 
negative effects of stigma by disclosing their siblings’ diagnosis to members of the public. 
This appears consistent with findings of a previous qualitative study by Todd and Shearn 
(1997). These authors found that parents had to deal with the stigma that learning disability 
exerted in their own lives and felt that this was because the public were less tolerant as their 
offspring’s disability was not immediately apparent, so often disclosed their diagnosis. The 
explanations given by participants’ in the present study for negative reactions from others 
being partly due to the invisibility of their sibling’s autism and their parents’ subsequent 
disclosures are similar to Todd and Sheam’s (1997) findings, therefore supports this study and 
extends them to siblings’ experiences. Moreover, as their research suggests that parents also 
experience stigma, it is speculated that ‘felt’ stigma in the current study is likely to have 
stemmed from children’s awareness of an oppressive societal view of disability reinforced by 
the negative reactions of others, rather than the result of negative parental influences as 
described by Scambler and Hopkins (1986).
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4 .1 .4 . S y s te m ic  im p a c t
Participants described their siblings’ autism as having a particular impact on their relationship 
with their parents and restrictions on their family life in this study. Research by McHale, 
Sloan and Simeonsson (1986) found siblings’ of children with autism report having a less 
positive family role than siblings of children without disabilities, which is supported by the 
current finding. However, it is inconsistent with subsequent research that found no differences 
in the family relations of siblings of children with autism (Bagenholm & Gillberg, 1991; 
Kaminsky & Dewey, 2001) and that family activities were unaffected (McHale, Sloan & 
Simeonsson, 1986). In contrast to family relationships, most participants in the current study 
reported that having a sibling with autism did not affect their friendships. This result is 
consistent with previous research findings that siblings’ feel supported by close friends 
(Kaminsky & Dewey, 2002) and that peer relationships are unaffected (McHale, Sloan & 
Simeonsson, 1986). However, it is inconsistent with past research that suggests siblings of 
children with autism report greater feelings of loneliness and have fewer friends compared to 
other sibling groups (Bagenholm & Gillberg, 1991). Such discrepancies seem to reflect 
inconsistencies in the extant literature and may be supportive of a wide variation in siblings’ 
actual experiences.
4 .1 .5 . R o le  a sy m m e try  in  th e  s ib l in g  re la tio n sh ip
Participant’s transcripts contained clear evidence of two major types of role asymmetry in the 
sibling relationship. These included helping roles ascribed by parents or those that emerged 
more spontaneously and asymmetrical playmate roles. While some helping role asymmetry 
was anticipated due to participants’ all being older siblings, this type of role asymmetry has 
only been previously observed in the sibling relationships of younger siblings of children with 
mental retardation (Stoneman et al., 1991) and has not been studied in the sibling relationships 
of siblings of children with autism. Moreover, this finding supports previous research that 
found substantial care-taking responsibilities among siblings of children with autism (McHale, 
Sloan & Simeonsson, 1986; Bagenholm & Gillberg, 1991). However, the finding that 
asymmetrical playmate roles were strongly evident was not anticipated. Similarly, these roles 
have previously been observed in studies of siblings of children with mental retardation, but 
these have not yet been studied in siblings of children with autism (Stoneman et al., 1991). 
This finding thus appears to provide new understanding and additional knowledge about the 
sibling relationships of siblings’ of children with autism, although will require further 
confirmation.
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4 .1 .6 . C o p in g  w ith  a  s ib l in g ’s  a u tism
Several practical methods of coping with the experience of having a sibling with autism were 
evident in participants’ accounts. These mostly included attending sibling/young carer groups, 
their sibling with autism having respite care and talking to others. Therefore, it appears that in 
the present study, most participants found the regular support mechanisms organised by adults 
such as sibling/young carers groups and respite care most useful in helping them cope and did 
not really identify any helpful self-directed coping strategies such as coping cognitions i.e. 
telling themselves something to help them cope, or coping behaviours i.e. withdrawing from a 
stressful situation. Thus, this does not confirm the findings of previous research examining 
stress and coping in siblings of children with autism that found self-directed coping strategies 
were employed by these siblings, even though they were reported to be ineffective (Roeyers & 
Mycke, 1995). It could be speculated that siblings’ of children with autism in the Roeyers and 
Mcyke (1995) study may have similarly found adult directed coping mechanisms more useful, 
however this is unknown, as this research did not explicitly investigate these strategies. 
Moreover, this is an exploratory finding that has important clinical implications for the 
support provided to these siblings. However, before evaluating and drawing conclusions from 
the findings of the present study, it is important to be aware of its limitations.
4.2. Methodological limitations of the study
4 .2 .1 . P a r tic ip a n t is su e s
The way in which participants were recruited from NHS mental health services for families of 
children with developmental disabilities meant that their perceptions and experiences of 
autism might have been different from those not receiving these services. They may have 
gained more knowledge about the disorder or received more support to learn effective ways of 
coping than a sample that were not involved in mental health services. A more useful method 
may have been to recruit through schools for children with autism or children with learning 
disabilities. Moreover, as participants volunteered to take part in this study, this may have led 
to the sample being populated by those who were willing and eager to discuss their sibling 
with autism. Furthermore, participants were only able to volunteer after gaining the consent of 
their parents. This meant that the sample only consisted of children whose parents allowed 
them to participate and may not have been reflective of siblings more generally, as the most 
stressed families may not have been included. However, this study used a specific sample and 
did not aim for a generalisable account as in quantitative studies, rather to share information 
about participants’ experiences that may aid future research and have clinical implications.
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Another factor that needs to be considered is the level of severity of the sibling’s autism in the 
study. Despite the researcher trying to purposefully sample siblings of children who varied in 
the severity of autism, the majority of siblings in the final sample had siblings’ with autism 
and severe learning disabilities. Thus, participants’ with siblings’ who were more severely 
impaired may experience a more observable concept of autism than siblings of children with a 
milder degree of autism and this may have impacted on the findings of this study.
4 .2 .2 . E th ic a l  is su e s
Despite providing clear explanations of the aims of the research interviews, some participants 
appeared to view the researcher as a confidante or someone to talk to. The researcher had to 
ensure she did not raise participants’ expectations and often reiterated the limitations of the 
support she herself could offer. The researcher discussed with participants and their parents 
the possibility of a referral to their local service for children with learning disabilities and their 
families where this seemed appropriate. The researcher had to ensure that participants and 
their parents were aware that her only further contact with them would be in order to feedback 
the findings by letter. On reflection, it may have been helpful to include within the informed 
consent procedures questions about the limitations of the support that the researcher could 
offer in the research interview and highlight what support mechanisms would be available to 
them if needed.
4 .2 .3 . U se o f  IP A  w ith  ch ild ren  a n d  y o u n g  p e o p le
One of the difficulties with using IPA with children and young people was being an adult and 
trying to interpret their terms when the meaning was not always apparent. This was most 
evident in participants’ use of the word ‘annoy’ in the interviews, a word which can have 
multiple meanings. Although no previous published research appears to have employed IPA 
with children and young people, studies employing other qualitative methods have had similar 
difficulties in accessing the meanings children’s experiences hold for them (Morgan, Gibbs, 
Maxwell & Britten, 2002). Moreover, a paradoxical limitation of using IPA with this 
population must be to want to give children a voice although being responsible for producing 
an adult interpretation of the data. Thus, it may be possible that themes that emerged from 
participants’ accounts and resonated with the adult researcher’s perceptions and experiences 
were given particular consideration in the analysis and may have influenced those included in 
this project. However, the credibility checks used in this study ensured that themes were not 
based purely on the researchers own perceptions, despite still being from an adult perspective.
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4 .2 .4 . T h e in te rv ie w  sc h e d u le
The interview schedule was found to be rather extensive in terms of asking a lot of questions 
and this frequently meant that the interviews were fairly long. It was considered better to have 
more questions as it was unknown whether child participants would be very forthcoming in 
their discussions. On reflection, fewer questions may have provided more scope for further 
probing and additional exploration of their responses. However, as the interviews progressed 
the researcher used the interview schedule as more of a guide to desirable areas of discussion 
rather than incorporating every question within the interview.
4 .2 .5 . T h e im p a c t o f  re se a rc h e r  u p o n  th e  in te rv ie w
Despite efforts to reduce the inherent power differential between the adult researcher and the 
child participants, occasionally the researcher felt that this had an impact on their responses. 
This appeared particularly evident when participants were asked to give definitions of autism. 
Although it was explained to them that it was not a test and that the researcher was interested 
in their ideas about it, she often felt that participants seemed to think that there was a right 
answer that the researcher knew and they did not. Maynall (2000) comments that the power 
relations between children and adults cannot be ignored in the research process and at best can 
be downplayed. She noted that in research interviews that focused on children’s experiential 
knowledge, adult power has less impact as the child is in the position o f ‘expert’.
This appeared to be evident in the present study as there were clear differences in participants’ 
conceptualisations of autism when asked directly and when they emerged more spontaneously 
from their experiential accounts. These differences formed an important distinction in themes 
that emerged and these were incorporated into the analysis. These may be partially explained 
by interview technique, as direct questions about their understandings of autism were asked at 
the start of the interview when participants may have been nervous. However, it may be that 
participants’ conceptualisations of autism were just more inherent in their experiences of their 
sibling and asking for definitions of the condition held little meaning for them.
4.3. Implications for clinical practice
Given that these findings are based on the perceptions and experiences of a specific sample of 
children and young people, the conclusions remain somewhat tentative. However, this study 
suggests that siblings of children with autism are more interested in discussing the experience 
of having a sibling with autism and the impact this has on their lives, rather than their 
understanding of diagnostic labels given to their siblings. The finding that sibling/young carer 
groups and respite care were highly valued by participants in helping them cope is crucially
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important in informing future clinical service provision to them and their families. This 
suggests that these children need support to cope with having a sibling with autism and their 
needs should be central to any clinical interventions developed for families of children with 
autism, instead of being primarily focused on the needs of parents and the child with autism as 
currently. Furthermore, the finding that the difficult behaviour of their siblings with autism 
was linked to their communication problems suggests that more emphasis could be placed on 
clinical interventions that improve communication with siblings. This could include teaching 
their siblings with autism a communication system that can be understood e.g. the Picture 
Exchange Communication System (Frost & Bondy, 1994) recommended for these children. 
The National Autism Plan for Children, an exemplar of the National Service Framework for 
Children currently in progress, proposes that ‘particular consideration may need to be given to 
the future needs of siblings’ (Department of Health, 2003). Hopefully, this legislation will 
provide appropriate commissioning to enable health professionals to develop much needed 
clinical interventions and support to siblings of children with autism and their families.
4.4. Implications for future research
This was an exploratory study that raised many original findings and several avenues for 
future studies that need to be investigated in this relatively new area of development. For 
example, future research could focus on the coping strategies employed by these siblings and 
begin to evaluate the effectiveness of clinical interventions such as sibling groups. This may 
raise awareness of health care professionals and their commissioners to the benefits of such 
groups voiced by the participants in this study, as an aspect of their work with families. 
Furthermore, future research that moves away from a model of psychopathology and focuses 
on a more balanced approach to siblings’ experiences would be beneficial.
4.5. Conclusion
Overall, this research concludes there is a generality about participants’ perceptions of autism 
arid the meanings that this had for them. It would be important to recognise that siblings of 
children with autism may hold a range of perceptions concerning autism and while some may 
be similar to adult health care professionals, others may be quite different. Moreover, it is 
important to note that participants’ were more interested in discussing the lived experience of 
their sibling’s autism and the effects it had on their lives rather than the diagnostic label of 
autism. Hence, while it remains important for professionals to provide children and young 
people with explanations of autism from which they are likely to find their own meanings, it is 
equally important to focus on the ongoing practical and psychological support they can offer 
siblings living through what is undoubtedly a challenging life long experience.
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291" July 2002
Mrs Luisa Femandez-Ford 
The Adolescent Service 
32 York Road 
Battersea 
London SW11 3QJ
Dear Mrs Femandez-Ford
Re: Making sense of autism: an interpretative phenomenological analysis of siblings’
perceptions of autistic spectrum disorders.-02.51.12
Thank you for your letter dated 11th July 2002.1 am happy to give final approval for the above project 
to proceed.
Yours sincerely
Dr
Vice-Chair/Clinical Secretary 
Local Research Ethics Committee
Please Note: All research should be conducted in accordance with the guidelines of the Ethical Committee; the
reference number allocated to the project should be used in all correspondence with the Committee and 
the Committee should be informed:
(a) when the project is complete.
(b) what stage the project is at one year from today's date.
(c) if any alterations are made to the treatment or protocol which might have affected ethical approval 
being granted.
(d) all investigators whose projects have been approved by this Committee are required to report at 
once any adverse experience affecting subjects in the study and at the same time state the current 
total number of Serious Adverse Events that have occurred.
! 045 (04/00)
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9 August 2002
Luisa Femandez-Ford 
PsychD in Clinical Psychology 
Department of Psychology 
School of Human Sciences 
University of Surrey 
GUILDFORD 
GU2 5XH
From the LREC
Dear Ms Fernandez-Ford
Study title: Making Sense of Autism: An Interpretative Phenomenological Analysis of
Siblings’ Perceptions of Autistic Spectrum Disorders
Thank you for your recent letter and enclosure received on 6 August 2002.
I can confirm that the response is satisfactory and I am writing to inform you that Chairman’s 
Action has been given to approve this study.
It would be appreciated if, on its conclusion, you could supply a brief report to the Committee 
of your findings and conclusions.
Yours sincerely
Research Ethics Committee Administrator
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Ms Luisa Femandez-Ford 
Trainee Clinical Psychologist 
Department of Psychology 
University of Surrey
University 
of Surrey
G uildford
Surrey GU2 7XH, UK 
Telephone
+44 (0)1483 300800 
Facsimile
+44(0)1483 683811
Registry
Dear Ms Femandez-Ford
Making sense of autism: an interpretative phenomenological analysis of siblings * 
perceptions of autistic spectrum disorder (ACE/2002/75/Psvch) -  FAST TRACK
I am writing to inform you that the University Advisory Committee on Ethics has 
considered the above protocol under its ‘Fast Track’ procedure and has approved it on the 
understanding that the Ethical Guidelines for Teaching and Research are observed. For 
your information, and future reference, these Guidelines can be downloaded from the 
Committee’s website at http://www.surrey.ac.uk/Surrey/ACE/.
This letter of approval relates only to the study specified in your research protocol 
(ACE/2002/75/Psych) - Fast Track The Committee should be notified of any changes to 
the proposal, any adverse reactions and if the study is terminated earlier than expected, 
with reasons.
Date of approval by the Advisory Committee on Ethics: 30 September 2002
Date of expiry of approval by the Advisory Committee on Ethics: 29 September 2007
Please inform me when the research has been completed.
Yours sincerely
Catherine Ashbee (Mrs)
Secretary, University Advisory Committee on Ethics
cc: Chairman, ACE
Dr L Dowdney, Supervisor, Dept of Psychology 
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Address,
Address,
Address,
Children and young people’s experiences of having a sibling with 
an autistic spectrum disorder
Dear Parent,
I have obtained your name from the at and have
been given permission to approach you. My name is Luisa Femandez-Ford and I am a trainee 
clinical psychologist currently studying at the University of Surrey. 1 am in the process of 
conducting a research project under the supervision of Dr and Dr Linda
Dowdney.
I am writing to invite you and your child to take part in the research study. I am investigating 
the experiences of children who have a brother or sister with an autistic spectrum disorder. 1 
am particularly interested in the positive aspects and possible benefits for children who have 
such experiences. The aim of my study is to explore how siblings view autistic spectrum 
disorders, the positive and difficult things about having a “special” brother or sister and what 
kind of things, if any, they do to help themselves cope. By finding out these things we hope it 
will help us understand and improve services for other children in the same situation.
Before you and your child decide it is important for you to understand why the research is 
being done and what it will involve. 1 have enclosed information sheets for both of you to 
provide you with more detail about the study. Please take time to read the information 
carefully and discuss it with others if you wish. Take time to decide whether or not you and 
your child wish to take part. I will telephone you in seven days to provide you with an 
opportunity to ask questions and you can let me know your decision. Thank you for reading 
this.
1 look forward to being in touch with you and discussing the project,
Yours Sincerely,
Luisa Femandez-Ford 
Trainee Clinical Psychologist
Supervised by: Dr
Head of CAMHS Psychology
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Address,
Address,
Address,
Information Sheet for Parents
Children’s experiences of having a sibling with 
an autistic spectrum disorder
Why have I sent you this information sheet?
You and your child are being invited to take part in a research study. Before you decide it is 
important for you to understand why the research is being done and what it will involve. 
Please take time to read the following information carefiilly and discuss it with others if you 
wish. Ask us if there is anything that is not clear or if you would like more information. Take 
time to decide whether or not you wish to take part. Thank you for reading this.
What is the purpose of the study?
I am investigating the experiences of children who have a brother or sister with an autistic 
spectrum disorder. I am particularly interested in the positives aspects and possible benefits 
for children who have such experiences. The aim of my study is to explore how siblings view 
autistic spectrum disorders, the positive and negative things about having a “special” brother 
or sister and what kind of things, if any, they do to help themselves cope. By finding out these 
things we hope it will help us understand and improve services for other children in the same 
situation. 1 am particularly interested in talking to siblings who are nearest in age to the child 
with the autistic spectrum disorder. The study will take about nine months to complete.
Why have I been chosen?
You have been chosen because you have been in contact with the Child and Adolescent 
Mental Health Service as you have a child with an autistic spectrum disorder. You also have 
another child aged between 11 and 16 years. We are hoping to interview about 15 children for 
this study.
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Do I have to take part?
It is up to you whether you and your child decide to take part. If you do decide to take part 
you will be given this information sheet to keep and be asked to sign a consent form. If you 
and your child do decide to take part you are both still free to withdraw at any time and 
without giving a reason. A decision to withdraw at any time, or a decision not to take part, 
will not affect services offered to the family.
What will happen to me if I take part?
If you and your child decide to take part in the study, I will arrange a time to come and 
interview your child and ask you to fill in a short questionnaire. The interview will take place 
at a time and place that is convenient for you and your child (such as your home). The 
questionnaire may take may take about ten minutes and the interview with your child about 
one hour to an hour and a half.
What will I have to do?
Parents who agree to take part will be asked to answer questions about the nature of then- 
family circumstances such as how many children they have, their ethnicity, age and marital 
status. If your child agrees to take part, they will be asked to describe their experiences of 
having a brother or sister with autism. I will ask you and your child if I can tape-record their 
interview. The reason for this is so that the information can be analysed and the research can 
be written.
What are the possible disadvantages and risks of taking part?
There are not thought to be any disadvantages or risks of taking part in this study. As both you 
and your child will have given informed consent for participation in the interview, it is not 
anticipated that they will result in distress.
What are the possible benefits?
It is hoped that the information that we get ffom this study will help us to provide better 
support and services to siblings of children autistic spectrum disorders in the future.
What if something goes wrong?
If you wish to complain, or have any concerns about the way you have been approached or 
treated during the course of this study, the normal National Health Service complaints 
mechanisms should be available to you.
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Will my taking part in the study be kept confidential?
All information which is collected about you and your child during the course of the study 
will be kept strictly confidential. To preserve your confidentiality, your names and any other 
identifying information will be removed so that you cannot be recognised from it.
What will happen to the results of the research study?
The interviews will be analysed and written up in a research project You and your child may 
have a summary of the main findings of the study if you wish. You and your child will not be 
identified in the project.
Contact for further information
If you have any questions about this study now, please contact Luisa Femandez-Ford (Trainee 
Clinical Psychologist) at the address and telephone number below. Thank you for considering 
taking part in this study.
Luisa Femandez-Ford 
(Trainee Clinical Psychologist)
Address: Clinical Psychology, Tel: 01483 259441
Department of Psychology,
School of Human Sciences,
University of Surrey,
Guildford,
GU2 5XH.
Date: 27th May 2002 Version: 1
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Address,
Address,
Address,
Address,
Telephone:
Facsimile:
Your views about having a brother or sister with autism:
An interview study 
Information Sheet for children and young people
Why have I sent you this information sheet?
I  am sending you this so that I  can tell you about an interview study that I  am 
carrying out. Please read this information carefully and decide if you want to 
take part in this study.
What is the purpose of the study?
I  am interested in finding out about what it is like for children and young people 
when their brother or sister has autism. We know quite a lot about parents' 
views when they have a child with autism. We do not know so much about how the 
children and young people in the family feel and think.
The aim of my study is to look at how having a brother or sister with autism 
affects children and young people in their daily lives. I  would like to hear about 
the good and difficult things that can sometimes happen and about what things 
you do to help yourself or what things you do that are unhelpful. We hope it will
i t
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help us understand and improve services for other children and young people in 
the same situation.
What will happen if I  agree to take part?
I  will visit you at home for about one hour and a half. I  will ask you some 
questions about your brother or sister and your daily routine. I  will also talk to 
one of your parents about the kind of family you have. For example how many 
children there are in your family. You can decide not to answer some questions. 
You can also decide not to take part at any time you like. You will not have to give 
a reason why.
Is what I  say private?
YES. Anything you talk about will be strictly private. The tape recording of your 
interview will be used for this study only and will be kept in a secure place. 
Nothing you say will be passed on to your family or anyone else unless you wish us 
to let them know something or unless it is required by law.
What should I  do now?
Think about whether you would like to take part. I  will telephone your parents 
in seven days and they can tell me your decision.
APPENDIX 7 
PARENT CONSENT FORM
250
Address,
Address,
Address,
Address,
Address,
Address,
Telephone:
Facsimile:
Participant Identification Number:
CONSENT FORM FOR PARENTS
Title of the study: Children’s experiences of having a sibling with an autistic spectrum
1.1 have read and understood the information sheet for the above study and 
have had the opportunity to ask questions.
2 .1 understand that all of the information I give will be private and 
confidential. I understand that my child’s interview will be tape-recorded 
but that they will not be identified.
3 .1 understand that my participation is voluntary and that I am free to 
withdraw at any time, without giving any reason, without my medical 
care or services offered to my child being affected.
5 .1 wish my GP to be informed of my child’s participation in this study
6 .1 wish to receive a summary of the main findings after completion
disorder.
Name of researcher: Luisa Femandez-Ford
Please initial box
4 .1 agree to take part in the study.
Parent signature Printed Name Date
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Questions to Check if Children’s Consent is Informed 
Sibling Perceptions of Autistic Spectrum Disorders
What will I be talking to you about today?
About how long will we be talking together?
Can you tell me any helpful things about talking to me?
Who will it help?
Can you tell me any unhelpful things about talking to me? 
Whose time will it take up?
Is it okay for you to decide you don’t want to speak to me anymore?
What can you do if you do not want to speak to me anymore?
Will I talk to anybody about what you say? 
Will I  talk to your parents?
What shall we do if talking to me upsets you?
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Address,
Address,
Address,
Telephone:
Facsimile:
Participant Identification Number:
CONSENT FORM FOR CHILDREN AND YOUNG PEOPLE
Title of study: Your views about having a brother or sister with autism 
Name of Researcher: Luisa Fernandez-Ford
Child Consent
1.1 have read and understood the information sheet
2. I  understand that all of the information that I  give will be private and 
confidential.
3 .1 understand that I  can decide not to take part at any time without giving a 
reason and without affecting the services available to my brother or sister.
4 .1 agree to take part in the study.
Childs signature Printed name Date
Parental consent
1.1 give consent for my child to take part in the study.
2 .1 wish my child's GP to be informed of their participation in this study 
Yes r n  No I I
Parent signature Printed name Date
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INTERVIEW SCHEDULE 
Preliminaries (with parent present)
My name is Luisa Femandez-Ford and I am a trainee psychologist. I am on a training 
course in Guildford and this research is part o f  my training. I am talking to people 
who have a brother or sister with autism to find out what it is like for them. I will ask 
you about what autism is, what it is like living with your brother/sister and about 
yourself. I will meet with you today only for about an hour and a half.
What you say to me is private and confidential. This means that the only people that I 
talk to using your name are you and your parents. When I write the research I do not 
use anybody’s name. When I have finished the research, the tape and all the notes 
about what you said will be destroyed. One o f the rules for psychologists is that there 
are times where I might have to tell somebody else about what you have said. This is 
if  you tell me that somebody is seriously hurting you or if you are in danger. Also if 
you tell me that you are seriously hurting somebody else or they are in danger. I f  this 
happens, I will talk to you about it first before deciding who else to talk to.
I am now going to read through the information sheet and ask you some questions just 
to check that you understand about taking part in the research. A s k  c h i l d  i n f o r m e d  
c o n s e n t  q u e s t io n s  a n d  o b ta in  c o n s e n t  t o  r e c o r d  th e  in te r v ie w . Address any questions.
Interview (with child only)
General introductory questions about the child to begin with such as; what school do 
they go to, what things they like doing outside school, how they feel about doing the 
interview and if  they have any questions before we start. Check again whether they 
are willing to take part.
A. THE CONCEPT OF AUTISM
First o f all, I ’m interested in finding out children’s and young people’s views and 
understanding o f autism. I ’m interested in your own experiences and ideas about it, so 
there are no right or wrong answers.
1. As I have not met (sibling’s name) I wondered if you could tell me a bit about 
him/her?
2. What do you know about autism? What does the word autism mean to you?
Can you tell me how people with autism might act differently? What sort o f  things 
might they do that are different to other people?
3. I’ve been talking about (sibling’s name) as having “autism”. Is this a word you 
would use?
What other words would you use to describe the way (sibling’s name) is?
Explore possible evaluations and feelings associated with particular terms and the 
types o f  situations or conversations in which they have been or might be used. Explore 
reasons why particular terms would be preferred or not preferred.
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4. How do you explain autism to other people?
Do they understand or do you think they find it difficult to understand?
5. How do you think other people see children with autism?
6. What information do you think has been useful in helping you understand 
autism and where has that come from?
- Experiences o f living with sibling
- Television programmes/books/newspapers or magazines
- What parents have told you
- Sibling groups/National Autistic Society
7. Do you think the way you understand autism and what you think about it has 
changed, as you have got older?
Prompt: In what ways? What do you think has led to those changes?
B. CAUSAL ATTRIBUTIONS AND PERCEPTIONS OF CONTROL OVER 
SIBLING’S AUTISM
1. Have you ever wondered about what caused (sibling’s name) to have autism?
Prompt: explore ideas about causation, fo r  example, what do they think caused it and  
what feelings does it give rise to?
2. How much control do you think (sibling’s name) has over what he/she does 
and says?
In what ways?
3. What, if anything, do you think you can do to help (sibling’s name) cope with 
his/her autism? Is there anything you can do to help your parents cope with 
(sibling’s name) autism?
4. Do you think that autism is something (sibling’s name) will have forever?
What makes you say that?
C. IMPACT ON OWN LIFE
1. What kind of things do you usually do with (sibling’s name)? Are there things 
that you don’t do now that you would like to do? Are there things that you don’t 
like doing but have to do?
2. Most brothers and sisters like some things about each other but don’t like 
other things. Can you tell me about some of the things (sibling’s name)? does that 
you like and some of the things you don’t like?
3. What kind of things can sometimes make life difficult for you?
Prompt: what worries you in particular?
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4. How does having a brother/sister with autism affect your time with your 
parents, if at all?
In what ways?
5. How does having a brother/sister with autism affect your time with your 
friends if at all?
In what ways? Do you have many friends? Do they come over to your house? Do you 
go out with your friends?
6. How does having a having a brother/sister with autism affect your schoolwork 
if at all?
In what ways?
7. If you did not have a brother/sister with autism how do you think your life 
would be different?
D. COPING
1. On a daily basis how do you deal with having a brother/sister with autism?
Prompt: explore things they or others do that help or hinder
2. Do you think (sibling’s name) is more or less difficult to live with than a 
brother /sister without autism?
3. Have you ever thought “why did I have a brother/sister with autism?”
4. How do you think other children might feel if they have a brother/sister with 
autism? What could you tell them about what it will be like?
5. Have you got anyone you feel you can talk to about your problems? Do you 
talk to them about (sibling’s name)? Does talking to others help?
6. What do you think about sibling groups where children and young people go 
to meet others who have a brother/sister with autism?
E. POSITIVE THINGS ABOUT HAVING A SIBLING WITH AUTISM
1. I have been asking you a lot about the difficult things about having a 
brother/sister with autism. What are the good things to come out of it?
2.What have been the benefits for you and your family?
3. In what ways have these good things helped you at school, with parents or 
friends and life in general, if at all?
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F. FUTURE
1. Do you think about what could happen in the future? What would be your 
thoughts about the future if  you were thinking about it now?
2. When (sibling’s name) grows up, how do you think having autism will make 
his/her life different?
3. When you grow up, how do you think having a brother/sister with autism will 
make your life different?
G. CLOSING QUESTIONS AND FEEDBACK
1. We have talked about what it is like having a brother/sister with autism for 
quite a long time. How has it been talking to me?
2. Some children and young people prefer not to talk about their brother/sister’s 
autism, while others don’t mind discussing these things. Is (sibling’s name) 
autism something that you have discussed with other people before?
I f  yes, in what situations and with whom -  family, friends 
Reasons why/why not
3. Are there any questions that you would like to ask or anything important that 
you think we’ve missed?
Address any questions that the interviewee may have. Thank the interviewee fo r  
participating and discuss follow  up arrangements with both child and parent.
General prompts and probes
Can you tell me more about that?/ Could you give me an example o f that?
What makes you say that? Why do you say that?
What effect has this had on you?
How does that make you feel?
APPENDIX 11 
ONE INTERVIEW TRANSCRIPT
261
Interview transcript Participant 2 Male aged 12
1 I: I ’m here because I  am interested in finding out about children’s and young
2 people’s views and understanding o f autism. I ’m interested in your own experiences
3 and ideas about it, there are no right or wrong answers and it is not a test okay?
4 P: Mm
5 I: As I  have not met Jake before, I  wonder i f  you could just tell me about him?
6 P: Well he’s....even though he’s ten, younger than me he’s actually much bigger
7 than me, a lot taller and he eats a lot so he’s you know, fatter, and he enjoys
8 bouncing on his own bed....and I’m not sure, I’ve lost count of how many beds he’s
9 broke by bouncing, yeah....and we think one of these days he’s going to come
10 through this ceiling......he bounces so hard. At the moment my mum and dad sleep
11 on a mattress on the floor...two mattresses and um.... he always has to wear either
12 dungarees or like an all in one suit because...he can’t, he likes to run around naked
13 and he has to like......because he can’t get them off, so he always has to wear one of
14 them, or something like it, which is quite a shame.
15 I: How does that make you feel?
16 P: Um...well....um it’s a bit embarrassing because like when we were decorating
17 we didn’t have the curtains up and if he ran in here without his clothes people
18 outside might see him, so it’s ....it can be a bit embarrassing...lucky nobody actually
19 saw him, he never actually did that, but if he had it would have been
20 embarrassing um he often stops like my parents like coming places,
21 whenever we want to go somewhere...because ....unless we have a babysitter for
22 him or something like that...my mum and dad can’t go, they have to stay home and
23 look after him, which is upsetting and a shame for them, if they want to take me
24 somewhere or, he likes going out on, like, drives in the car, because he likes the car
25 which is, and so sometimes I have to come which is, probably, I don’t like because
26 it’s a bit boring for me, or I can just stay in the house on my own, which is good.
27 I: It sounds like you quite like that time by yourself?
28 P: Yeah, just watching the telly in peace or lay there reading a book.
29 I: Is that something you don’t get much of?
30 P: It’s not often...but I do sometimes...
31 I: Okay, could you tell me what know about autism and what the word autism means
32 to you?
33 P: Well, if someone said autism to me you could think about a person who’s like my
34 brother who can’t speak and maybe sort of, you know dances around and messes
35 around and stuff, or maybe someone in a wheelchair or something....like
36 that um....and they maybe blind or deaf of anything, anything like that
37 really that’s what I think of when I think of, when I think of autism that’s
38 what comes into my head.
39 I: Okay. Can you tell me any other things they might do that are different from other
40 people?
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60
61
62
63
64
65
66
67
68
69
70
71
72
73
74
76
77
78
79
80
81
82
83
84
262
P: They might, they might not be able to stop eating like....they might....look 
different like...my brother he looks quite ordinary...he’s just....but like whenever I
see other disabled people they like, have like um....I can’t think what the word
is....but they might have like an eye...one eye higher or something or...something 
...I don’t know, something horrible like that really, with their faces or something so 
they might look different...um...and there’s obviously people in wheelchairs 
who....or they might not have any legs or walk funny...so a lot of them are in chairs
so and they might not want to go somewhere, their parents might be dragging
them like, if they don’t want to come, they might be wailing and ...a bit like a young
person who does want to do shopping, like three or four years old even though
they are older....
I: Does that sometimes happen with Jake?
P: Yeah, we don’t... we don’t often take him shopping anymore because of that. And 
sometimes my brother sort of waves his arms in the air like....and shakes his head 
and he likes it when I sort o f . . ..like have play fights with him or something and you
know jump on him and....shake his head and stuff he likes that yeah just
....like unusual things, unusual activities and stuff that they do.
I: So that’s the main things that he does that are different?
P: Yeah, like I said he likes me beating, like play fighting and he’s ....he likes 
stripping off and running around naked which we don’t let him do, and he um...he’s 
often trying to get into the kitchen and steal food and bread and stuff to eat and.... 
bread with nothing on it and whatever.... um.... and I said he shakes his hands about 
above his head, that’s, he looks funny when he does that...and he likes to sort of 
play with his willy...he will just sit there on the settee and messes around...I mean 
he has clothes on when he does that, but....it looks....it looks weird....
I: What’s that like for you?
P: Well, if anybody’s there it’s you know it could be quite embarrassing but...we 
try... we just...he... well most of his time he tends to be upstairs bouncing on his bed 
and so....we don’t see him very much.
I: I ’ve been talking about Jake as having autism. Is this a word you would use or are 
there other words?
P: I just say, if someone asks about him I just say he is disabled, they know what I
mean, I just say something like he can’t talk o r  or he talks in a sort of gibberish,
he’s like ...umumum...sort of, a bit like that....that’s what I would say if they
asked that’s the main thing about him which is unusual, I would sort of say he
talks gibberish.
I: And how’s that for you, talking about that?
P: Um, well I just....sometimes we just pretend to that he is happy but it’s not really 
anything bad, it’s just...the way he is I just sort of just accept that.
I: Okay, so how do you explain autism to other people?
P: Well I’d, I’d just say something lik e  it might be a person who can’t talk or
talks gibberish like my brother or is in a wheelchair or whatever or has got limbs
missing, it’s just.... stuff like that really.
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85 I: How do you think other people see children with autism?
86 P: Well if they didn’t know that they were autistic then they like might point and say
87 look at that weirdo or something like be mean like that and nasty... if they knew he
88 was disabled or autistic then they might just go like they might feel sorry for him
89 or get upset or something like that which is nice.
90 I: How have you found other people when you have been out with Jake?
91 P: Um....well I have never actually like seen a stranger in the street and they have
92 gone like....they have said look at that look at him, what’s he doing or
93 anything like that or he’s weird or saying he’s weird or anything, but sometimes
94 when I get new friends coming round I have to explain what’s wrong with him I
95 just say he can’t talk he speaks gibberish and that’s all I say to them,
96 but um I sort of have to, they never go who’s that, they never go who’s that
97 he’s acting very weird, they just say like is that your brother, what’s wrong with him
98 and I go he’s disabled and then they just, they just accept it if anybody did ever
99 ....like be horrible, I’d just, I don’t know, I’d just I’d be a bit upset if they
100 said things like that.
101 I: Its sounds like your friends are understanding.
102 P: Yes, they are.
103 I: What information do you think has been useful in helping you understand autism
104 or the way Jake is and where has that come from?
105 P: Well my parents have obviously...I mean I don’t remember....actually finding
106 out that my brother was disabled because I was only about four I must have been
107 about, when he was actually diagnosed as disabled, but I don’t remember
108 anything particular about that, but it’s....I expect it must have been quite upsetting
109 for...you know for my parents, when they out...um and then there’s like people
110 like doctors, when I have to take my brother to the doctors with my mum or
111 something...they just say...maybe....I ask them why does Jake have to do that or
112 whatever and they say something....like he has to go for an injection every month at
113 the hospital just down the road and um... .1 can’t remember what it does actually,
114 but I just know that the doctors has told me a little bit about it before and like
115 I’ve watched the news really and they say, they say stuff about, say the kids
116 like um they say he has you know they blame it on the, one of these
117 injections anyway, I’m not sure which one, MMRI think, yeah, and I’ve seen shows
118 like that, where’s somebody’s like, like it was on the news and I was just wondering
119 you know if it was true or not and things like that......
120 I: Is that something that worries you?
121 P: Not really, because I had it and didn’t get anything, but there again so did my
122 brother and um I’m , I’m not really sure what to think about that, because
123 loads of people actually had that injection and I mean...only....most people aren’t,
124 there are not many who are disabled really ... .in Britain or whatever........
125 I: Have you ever wondered what might have caused Jake to have autism or to be
126 disabled?
127 P: Um...well I’ve always, I’ve thought about the MMR you know and I’ve thought
128 of stuff like you know maybe banging his head really hard one day or
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129 something....but I’m not really....I’ve never known really what....what to
130 say um it could have been anything really, it could have been
131 something it could have been like....a bug in his brain or whatever...but I
132 honestly haven’t got a clue... .what, what to... .what to think about that.
133 I: W ou ld  y o u  like  to  know ?
134 P: Yeah, I would like to know. And sometimes I think about what my brother might
135 be like if he wasn’t a disabled....
136 I: H o w  d o  y o u  th in k  he m igh t b e  d ifferen t?
137 P: Well, some people say I look more like my mum and like he might look more like
138 dad, my dad, if he wasn’t . .. .he does look quite like him now but he might look more
139 like him or something and he might um we don’t know what he would be
140 good at, at school....he might be good at art because that painting (points to the
141 painting)....considering he did that...that’s a good painting isn’t it?
142 I: Yes, th a t ’s  a  v e ry  g o o d  p a in tin g
143 P: For a disabled person, it looks like sort of.....a dark cloudy day after a fire with
145 just that tree left or something which considering he did it is very good, so he
146 might be good at art, he might... .and um I mean apart from stuff like art we don’t
147 know because he can’t speak ....and we wouldn’t be able to tell if he was good at
148 History or English or Maths or whatever...um...and I don’t know he might he
149 might be just like... me... or..... he might be good at sport or and he might not be
150 as like as fat as he is because he might not eat, he probably wouldn’t eat as much as
151 he does........
152 I: S o  ju s t  g o in g  b a ck  a  bit, it sou n ds like y o u  h ave g o t  m o st o f  y o u r  in form ation
153 ab o u t au tism  o r  the w a y  Jake is fro m  y o u r  p a re n ts  a n d  d o c to rs?
154 P: And a bit from the TV.
155 I: Oh ye s , a n d  a  b it fro m  the TV. W hat a b o u t books o r  s ib lin g  g ro u p s  o r  a n y th in g
156 else?
157 P: Well yeah I have actually been to sibling groups before, they helped yeah, I didn’t
158 think of that, and have read some books before but not so many
159 books though the sibling groups are helpful because it is good to mix with people
160 with autistic brothers and sisters. 1 have got two friends, who I met through the
161 sibling groups, one’s got a disabled sister and one’s got a disabled
162 brother um....... he used to be my best friend but now he goes to a different
163 school....but its the talking and the meeting people and doing things with the
164 people a n d  talking...it’s just they help quite a lot...and if you have got a
165 disabled brother or sister I would recommend them because they would be like
166 helpful.
167 I: Okay. D o  y o u  th in k  the w a y  y o u  u n d ersta n d  au tism  o r  th e w a y  J a k e  is  h as
168 ch a n g ed  a s y o u  h ave g o t  o lder?
169 P: Yeah because when I was younger I didn’t really know why he is as he is but now
170 I mean...I just I just grin and bear it because I mean its okay because I get to
171 have a bit of fun with him sometimes and I know about it and I understand
172 it 1 mean when 1 was younger I used to 1 don’t really remember when 1 first
265
173 discovered it, I might have been upset but I might just not have known...but I......I
174 mean now if 1 had only just discovered I might have been veiy upset probably.
175 I: Why do you think that?
176 P: Because I mean nobody wants to have a disabled brother or sister....! mean it’s a
177 shame... .unless he just... .like he... .yeah it would just be quite a shame really.
178 I: Do you think you would have found it harder i f  you would have been older when
179 you found out he was disabled?
180 P: Yeah definitely. 1 mean now 1 understand what’s wrong with him and everything
181 like that so and it would also be helpful though if he could speak because
182 then he could say like when he needed help or whether he was ill or whether he
183 was hungry or whatever....even if it was only a few words....he could just say
184 hungry and then we would get him some food ....or ouch if anything was hurting
185 him, but he can’t talk because that’s quite a shame as well.
186 I: What’s that like for you?
187 P: Well, you know sometimes....when he does....because sometimes like he
188 might...poo...poo himself.. ..poo his nappy and then you know we don’t actually
189 realise until he walks in and like sniff, sniff his, sniff, and then you like smell that
190 something’s wrong and then you have to go and change his nappy but if he could
191 talk then he could just say... .poo or something then we’d have to... we’d just change
192 him or if he was ill....once he got something wrong with his throat, I don’t know
193 something and then we wouldn’t realise until he just until we took him to the
194 doctor after a while and then he said he’s got whatever it was....and then...if he
195 could have been...if he was able to talk he would have just said I feel sick or
196 whatever... .and then we could have just taken him to the hospital.
197 I: It sounds like that’s quite hard for you.
198 P: Well again it would have been quite it’s quite upsetting really....but I mean I
199 just like accept it really but if we had just discovered that he couldn’t
200 talk... .again it would be more upsetting.
201 I: So how much control do you think Jake has over what he does and says?
202 P: Um....well I think he can control himself 1 mean he probably does try to say
203 things it’s just in gibberish, like once I could have swore he said my name....but I’m
204 just um I just over his actions I think he can control them but I mean he
205 doesn’t know whether it’s right or whether it’s wrong ...and like when he goes into
206 the kitchen and steals some bread or something or gets out a box of Shreddies and
207 tips them out or whatever, because those are his two favourite foods, Shreddies and
208 bread....um ...he...he would....he just...he obviously doesn’t know whether it’s
209 right or wrong, when he’s stolen something....so whenever he gets a telling off it’s,
210 you know bad because you don’t know...he doesn’t know that he’s done bad and
211 he’s....he goes off in a strop and...it’s quite....sad really
212 I: Sad for him or you?
213 P: Sad for him I mean yeah...because he....whenever he gets told off he doesn’t
214 actually know that he’s done something wrong....which is quite upsetting....it
215 seems like it but I reckon he can...I expect that he can even though....because I
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mean you don’t know because he might....I mean we probably won’t know
until....until doctors find some cure or something but...yeah.......
I: Do you think they will find a cure?
P: Eventually....eventually....but not for a while...! don’t think...not for a very long
time....eventually they’ll find out some operation or something that will cure I
mean they believe that they have found something....a while...like about a year 
ago...but they are not sure whether it will work ....it was something to do with pigs 
I think....and they gave it to one boy and then the next day...or like a few weeks 
later, he was... .because this boy I saw on the telly he...he didn’t mix with other kids 
or anything like that...and then after he had this injection or whatever it was he
started mixing with the other kids and everything like that and he started saying a
few words and so they think they might have found something...but this was quite a 
while ago and I’m not sure whether they are still looking at it.
I: So do you think autism is something that Jake will have forever?
P: I think he’ll have it forever...but like in the year 2050 or whatever they might 
have found a cure for it or something....eventually....and people....like people in 
the future might...disabled children might be able to ....just have this injection and 
they’ll be fine....and I think in the future they’ll find out the reason for 
disabled....ness as well....like doctors and scientists and whatever.......
I: What, i f  anything, do you think you could do to help Jake his autism or with being 
disabled?
P: Um...well if he’s like hungry or he’s like in the kitchen staring at the cupboards 
or whatever I might get him food... .um that sort of stuff might help, like that um... I 
mean I don’t actually take him places because...on my own, because I don’t think
I’m quite responsible enough to do that yet but like if I had a day off school or
something...he’s gets a taxi to school because his school is in Worthing, and I mean 
I might take the taxi driver to mum and say here’s the driver and sit in the back with 
him and calm him down or whatever, and also....if he ever does....Jake quite likes 
being chased up the stairs and if he’s ever standing in the doorway there and I’m 
watching the TV I might like just go up and chase him upstairs into his room and 
like pretend to beat him up that’s it really.
I: Are there things you can do to help your parents ’ with Jake’s autism or with him 
being disabled?
P: Well....if he ever did....if we ever have to take him shopping whatever...I could
help with him then....I could like  you know like just hold him back or
whatever....and whenever we are like on the pier or something in Worthing, I might
hold him away from the ledge or I might sit with him on the rides or....on the fair
or whatever....um if he’s I mean if my parent’s....need help restraining him
for hair....for cutting his hair or something I might....because my mums not 
in...because my dad normally does it because we’ve got our own shaving thing ....I 
might help restrain him when they’re cutting his hair because he doesn’t like that, or
help clean, or restrain him cleaning his teeth or whatever but....yeah...it’s just
little things like that really ....that make the difference.......
P: Do you think you can change the way he is?
P: Um....well I....I really want to be anything like a scientist or anything like
%
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261 that... .only I wouldn’t mind a job like that because I want to be an actor...but if
262 I ever got the chance to do anything like that like try and find a cure for
263 autism...then I might just do that but there’s nothing that I’m particularly planning
264 to do....but it’s just something I might end up doing...and um I don’t know how
265 I could help him as a child but as an adult maybe.......
266 I: Okay. So what kind o f things do you usually do with Jake. I  know you have told
267 me a little bit already?
268 P: Well...you know I chase him about and pretend to beat him up and
269 everything....sometimes in the summer we have the paddling pool out in the garden
270 and I might play with him in the paddling pool or whatever....in the snow....except
272 he usually stays in the house in the snow actually, but if he ever did play in the snow
273 I’d play with him or um I might bounce on the bed with him and if I really have
274 to I might hold his hand hand in the town or whatever........
275 I: Is that you don’t like doing?
276 P: Yeah.
277 I: Why’s that?
278 P: It’s just....it might just be a bit embarrassing you know if I see anybody like
279 my friends or from my school or whatever. I mean if I go to Worthing or something,
280 like we go....we might go to Macdonalds or something....1 might have to sit with
281 him then, in Macdonalds or whatever....and sometimes...he doesn’t watch as
282 many videos as used to, but if he ever watches Basil the great mouse detective...he
283 likes that, I might sit with him and watch that or something..........
284 I: It sounds like you do lots o f things with Jake.
285 P: Yeah, quite a lot.
286 I: And what’s that like for you?
287 P: It can be....it can be fun sometimes um.....sometimes it’s things that I don’t
288 enjoy doing but I might have to.
289 I: I  was going to ask you are there things that you don’t like doing but have to?
290 P: Well there’s things like take him shopping, because he can be a pain when comes
291 to that.
292 I: What kinds o f things does he do?
293 P: He might have to be dragged along because he might just not want to he might
294 try to eat like something if we are in one of the aisles...or like in the fruit aisles he
295 might grab an apple or whatever and also like chocolates if we are like in a
296 comer shop....he might take a chocolate bar and try to eat it through the paper or
297 whatever....but...um well I don’t really like...it’s just going shopping really...I
298 don’t mind doing some things with him like sometimes when you do play
299 fighting he might get a bit too rough or whatever and head butts me or something
300 which he does sometimes...which hurts....but there’s not much really that I don’t
301 like that I have to do maybe go out in a car journey with him that can be a bit
302 boring sometimes.
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303 I: What’s boring about that?
304 P: Well he just likes being in the car and driving round....just driving round the
305 country... .and we only really stop to go to Macdonalds which I like but it’s just a
306 bit boring....just sitting in the car driving around....for ages...
307 I: Are there things that you don ’t do now that you would like to do?
308 P: Well there’s things like going to um amusement parks or restaurants where
309 we can’t take him, so I....you know we can’t do it because we just can’t take
310 him....so....because we don’t have a babysitter and only one of my parents would
311 be free and then....so it sometimes stops us from doing some things like that
312 and um....restaurants, theme parks stuff like that really I can’t always watch
313 what I want to watch on telly or I can’t read a book in my room...
314 I: Why’s that?
315 P: Because he might like just keep disturbing me I mean sometimes...I always
316 sleep through it but he normally bounces on his beds and wakes up at five o’clock or
317 four o’clock or....and my parents have to get up....because I’m a heavy sleeper I
318 never really notice but my mum and dad are always getting up to him and then go
319 back to sleep or whatever.
320 I: So what’s it like for you not being able to go to restaurants and theme parks and
321 do stuff like that?
322 P: It’s annoying... ..just... .1 mean it’s not something you often do go to a theme park
323 or go to restaurant but if we do and we can’t, it’s quite....it’s annoying and a bit
324 ....you know upsetting is not exactly the word...it’s just a bit....I suppose it’s
325 annoying, that we can’t always do what we want to do....and I mean recently
326 we actually managed to get, we went Pizza Hut and we actually managed to get him
327 to sit quietly and he had a couple of slices of pizza and he acted very well ....he
328 was very good compared to usual he has a bowel of sweets for pudding....
329 I: It sounds like you enjoyed that.
330 P: Yeah it was really good, it was really great.
331 I: Good. Okay, most brothers and sisters like some things about each other but don’t
332 like other things. Can you tell me some o f the things you like about Jake and some o f
333 the things you don’t like?
334 P: Well, I like him letting me to pretend to beat him up and I like....like you
335 know...the fact that in some ways....I’d like....um....I get like new friends from
336 sibling groups and stuff because of my brother and the things I don’t like is....you
337 know....when you can’t go places or....um...he stops us from even going to certain
338 places we can’t go to the cinema or things, he just won’t sit there for an hour or
339 an hour and a half or however long the film is in silence....and um and I
340 don’t like it when he tries to thump me or head butt me because you know he’s very
341 strong and it hurts um I like, I don’t like the way he...makes the ceiling
342 shake when he jumps on his bed constantly but I like the way he you know plays in
343 the pool with me or whatever... .sometimes just sitting in the pool all by yourself is a
344 bit....is like not as good and then my mum comes and then its good.
345 I: So what kinds o f things can sometimes make life difficult for you or worry you?
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346 P: Um...well...I worry that he’s going to get.. ..taken the mick out of in the street,
347 he hasn’t yet but I worry about that sort of think happening um and I worry
348 about like I worry that I can’t go all the places I would like to be able to things
349 that make life difficult would be like him eating too much and not having a much
350 food in the house because he’s eaten it all and stuff. and if like if he was normal
351 the food might last longer and um....next question.
352 I: How does having a brother with autism or being disabled affect your time with
353 your parents i f  at all?
354 P: Um, well, if we were ever planning to like have you know a game of scrabble or
355 cards or whatever, like he sometimes interferes and my parents have to keep getting
356 up and....and doing whatever...feeding him, tucking him in, turning off the light
357 doing whatever chasing him and if like um....and I’ve already mentioned it but
358 restaurants and everything because they can’t go in and I can’t go they without my
359 parents. I can go to Macdonald’s without my parents because I can just walk there
360 with my mates, but you know proper places like Pizza Hut in Worthing or wherever,
361 we can’t go there. I said about the scrabble and cards, but sometimes I like to just
362 read a book with my mum and he will like disturb us and um....and whenever my
363 dad is trying to take me somewhere in the car, he might want to come and take the
364 journey and its just sometimes really annoying.
365 I: What’s annoying about that?
366 P: Well, it’s just a shame me and my dad can’t somewhere on our own. Sometimes I
367 go camping and um and we can’t exactly take him camping because he just
368 wouldn’t be comfortable sleeping in a tent, and um if like he did come along we
369 wouldn’t be able to do much because he might keep running out of the tent or
370 whatever and if ....I suppose I want to go shopping with my parents I can’t just say
371 oh we’ll go then because Jake might have....might not be you know it might be
372 difficult because of Jake coming.
373 I: What’s that like for you?
374 P: Well it’s just like, a bit, well it’s just not very it’s annoying, because if I ever
375 do want to do something, then it can just....I just can’t always do it because my
376 parents are attending to my brother and, it’s just it’s hard for me to say really.. .1
377 can’t really have...I suppose I can, I was thinking about friends but I can have
378 friends.
379 I: Could you tell me how having a brother with autism or being disabled affects your
380 time with your friends if at all?
381 P: It doesn’t really, because I can just, I can always go to friends houses without it
382 affecting....because my brother....it’s easier for my parents really because they can
383 look after Jake easier if I’m not home but, having a friend round mine is
384 alright because most people, because my friends all understand what’s wrong so
385 it doesn’t really affect me. If I ever have one of them over for the night, like I have
386 one of my friends over quite often for the night, and he’s, and he’s just used to it as
387 well, really.
388 I: So it seems that it affects time with you parents more than time with your friends?
389 P: Yeah, definitely. Because when I do go to my friends house, it’s easier for my
390 parents because they don’t have to worry about me and when my friends come
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391 round to my house we can just stay in my room or go out wherever and do whatever,
392 roller blade or stuff like that.
393 I: How does having a brother with autism or being disabled affect your schoolwork
394 i f  at all?
395 P: Well, homework I can just do in here because he doesn’t really come in here that
396 much. Not unless we’re going out somewhere or to watch the telly or whatever. So I
397 just do it in here or, because if I do it in my room he might disturb because his room
398 is only next door all the time, so he might but I’m okay for homework and
399 schoolwork, it doesn’t really affect me much for homework and schoolwork,
400 because I mean, it’s....... he doesn’t have to come to my school or anything and my
401 parents don’t have to come round to my school usually so. I mean I’m usually okay
402 about that.
403 I: I f  you didn ’t have a brother with autism or who was disabled how do you think
404 your life would be different?
405 P: Well my life would be different because I could do what I liked, I could play with
406 my brother properly, I could he would have friends, he would have his friends
407 round so, I mean, which would be good, and we wouldn’t have to cost us so much
408 money for food and new beds and whatever. And usually you can get second hand
409 beds quite cheap or free beds off relatives or whatever, which is good and more
410 food, more going out with my parents and more playing time or whatever and
411 um not so difficult to do things like decorating, we can’t always do it while my
412 brother’s here, like....when he’s having his room decorated, he has to out of the
413 way. He has to be at his, like at his do you know what Cedar House is?
414 I: Is it respite?
415 P: Yeah. Respite. We have to do it when he’s at respite, and he wouldn’t need to go
416 to respite if he was okay, and then could just decorate his room. I would be much
417 easier and better. And I could do things with him and my mates and his mates and
418 because he would have some then and um like me and my mates and him could
419 all go like rollerblading or play football or whatever and um......
420 I: So on a day to day basis how do you deal with having a brother who is disabled?
421 P: It’s okay really because most of the time he just spends in his room, bouncing or
422 messing around. The only difficulty is like coming down and trying to nick food and
423 whatever. So....and he goes to school almost every day, apart from teacher training
424 days and stuff, and he’s fine for them as well. Whenever he goes to school he’s
425 just....it’s a daily routine, he gets ready, goes down to the taxi, the taxi takes him to
426 school, and then takes him home again at... .whatever time school finishes.
427 I: What kind o f things do you do to help yourself deal with it?
428 P: Me... what do I to help myself?
429 I: Yes.
430 P: Well, he doesn’t really disturb me when I’m playing on my play station or
431 watching the telly or reading or whatever. When he does want me to do something I
432 just stop and then chase him or whatever. He’s alright usually. Or I can just tell him
433 no, and as long as I say know quite loud he will go away. Because he actually
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434 understands what we say to him. Like if we say no very loudly he would leave us
435 alone.
436 I: Okay. Do you think Jake is more or less difficult to live with than a brother
M l without autism or who isn Y disabled?
438 P: Much more difficult. Because it’s just....again the issue of money and playing
439 rough games or whatever. I mean, money wise we would be better off really and I
440 mean I could play with my friends and his friends if he was ordinary. It’s just....it’s
441 a bit....I don’t know what to say, it’s much more difficult really, for various reasons.
442 Like a lot of our life is based around him and if he was ordinary then it wouldn’t be.
443 Like because, we wouldn’t have to go to the hospital once every month because he
444 has to have his injection. It’s to stop him growing because otherwise he would be
445 really tall now If he was ordinary it would be based a bit more around me, but it
446 would be more equally around both of us really. Now it’s mostly around him
447 because we can’t do all the things we would like to do, but it’s okay, because....um.
448 It just gives me something to do when I am bored, I can go out with him but usually
449 it’s a bad thing.
450 I: Have you ever thought why me, why did I  have a brother who is disabled?
451 P: I have, but, and I’ve wondered why. I just think, I don’t know why....it’s just, it’s
452 a real shame. I’m not sure what to think when it comes to that, because I mean, I do
453 wonder why it was me who was chosen to, but I mean why me why not you or why
454 the person who lives over the road or. It’s just....I mean, it’s a bit annoying, and
455 upsetting. I just it’s just bad. I just wish it wasn’t me, who had been picked to
456 have a disabled brother or sister, which is like upsetting.
457 I: That sounds like it is really hard for you.
458 P: Yes. It is hard, really hard. That’s all.
459 I: Okay. How do you think other children might feel i f  they had a brother who had
460 autism or who was disabled?
461 P: Well like I said earlier, I would recommend them joining a sibling group or
462 something to help them, because they are good and they help and everything. But, I
463 just....it’s just....I’d just warn them it’s difficult to cope with like you can’t do as
464 much as you’d like to, with a disabled brother or sister. I mean I still manage to fit in
465 on Tuesday’s I have Karate and on Friday’s I have a drama club and I still manage
466 to fit all them things in, and I’ve got to fit homework into that and I still manage it
467 but, it’s just not as easy as it would be if I didn’t have a disabled brother or sister. I
468 just, I wouldn’t recommend, I wouldn’t say, it’s not a good thing to have a disabled
469 brother but if you did get one it’s not really desperately bad for you I mean, for the
470 actual brother or sister it’s actually, you know it’s very bad but, for the person who
471 has the disabled brother or sister it’s not really so bad, and it’s just restricts, it stops
472 you from doing some things that you would like to do really.
473 I: Do you feel that you have got anyone you can talk to about these things?
474 P: Well my mum and dad, obviously, they always understand when I want to talk
475 about all that sort of stuff. And my friends, well my friend and I are quite close. He
476 understands about my disabled brother and everything.
477 I: And do you think talking to others helps?
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P: If I have got something to talk about yes. If I want to talk they will listen.
I: Is that something you do very often?
P: Um...not often, no. But I mean I would if I needed to. I would talk to the family 
if I needed to talk and there are other people I would talk to.
I: Okay, so I  have asked you a lot about the difficult things o f having a brother with 
autism or who is disabled. I  wondered what are the good things to come out o f it?
P: Um...probably the playing with them and um...they can be fun...and they might, 
you know it’s good to have somebody to watch television with or whatever. 
Because, generally it’s not so good but, you know some things it’s quite good to 
have a disabled brother or sister.
I: And do you think there have been any benefits for you and your family?
P: Well, there’s always like the siblings groups again, which are good benefits for 
me. And there’s um like medic alert bracelets, you know if you ever get injured you
can just phone them. But it’s good it’s alright really. It’s just that there’s probably
more down sides than good sides but generally it’s not bad in some ways.
I: So there are some good things?
P: Yeah, but some bad as well.
I: So has there been any good things that has come out o f Jake being disabled that 
might have helped you at school, with your parents or friends and life in general 
really?
P: Not really at school. But I mean there’s obviously understanding about having 
disabled brother’s or sisters, and meeting new friends and whatever. But it’s just, 
um, there’s no real benefits for him to be disabled. But for me it’s....there are a few 
benefits like sibling groups and whatever, and maybe like some people feel sony for 
me, like that doesn’t often come up, but maybe occasionally when anybody does, 
it’s a good thing really.
I: What’s good about it?
P: Well, if I ever need somebody to talk to, I might like go to someone. Like there’s 
a girl who lives just up the road and her like mum sometimes baby sits Jake and 
sometimes I might talk to her. She’s not really like my friend, but she’s in my class 
at school and I might say to her. So I might talk to her, so maybe there are some 
benefits that I’ve got some people to talk to, like my friends and the girl up the road.
I: Do you think it’s easier to talk to people that feel sorry for you, it that what you 
are saying?
P: Yes. They don’t really feel sorry, but they just feel, you know, understanding. 
They understand that I’ve got a disabled brother.
I: Okay. Just a few more questions now. Do you think about what could happen in 
the future?
P: Well earlier I mentioned about like the people discovering or about what’s caused
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517 it and I think they will eventually. But the future for my brother, I don’t know, I
518 don’t know what’s going to happen to him, I don’t know if he is going to end up in a
519 special home or whether my parents are going to be looking after him forever or, I
520 really just don’t know what’s going to happen. It’s quite, it’s a bit upsetting thinking
521 about that really because or whether he’ll have grown up to be better and more
522 understanding or because he might end up being more like more grown up or
523 actually being able to talk or something like a few simple words and writing and
524 whatever.
525 I: Is that something you worry about, the future?
526 P: Yeah. I worry about him in the future a bit because like, he might not be, he
527 might, be lonely, and might need more help or something like that in the future.
528 That’s what I think about a bit.
529 I: How do you think being disabled will make Jake’s life different in the future?
530 P: Well, I mean because he’s, because he might not have a job and in his like
531 disabled mind he might think I want to do this or whatever when I’m older, but
532 really he can’t because he’s disabled and you know it might be quite upsetting for
533 him. He might actually be thinking I want to do this or I want this and then he might
534 not be able to get it because he’s disabled, which would be a bit upsetting for him
535 and um, yeah, it would be upsetting for him to actually, not be able to do what he
536 likes and everything. He might just end up living in a special home or something,
537 where he just, where some people look after him.
538 I: Are there any other ways you think his life might be different?
539 P: Um...he might, might not ever get married or anything because he’s disabled and
540 he might well do. But I mean you just don’t know do you, there’s just no way to tell.
541 I: When you grow up, how do you think having a disabled brother might make your
542 life different i f  at all?
543 P: Um...it might be more difficult to, explain to people what used have wrong with
544 him because he might have improved and he might be different. But, I expect it will
545 get easier as I get older, to be, to explain to people and stuff like that. Um, I mean I
546 might lose contact, if he does go and live in a home I won’t be able to talk to him
547 because he won’t be able to understand me, but, I might end up in a job that helps
548 him, not the actor I want to be, which, like might change my mind.
549 I: Anything else?
550 P: No, I don’t think so.
551 I: We have talked for a long time about what it is like to have a brother who has
552 autism or is disabled. How has it been talking to me?
553 P: Um, it’s been good, it’s been quite, it’s been good to let out my feelings really
554 and tell you about what’s happening and what’s happening and stuff.
555 I: Is it something that you’ve discussed with other people before?
556 P: Yes, like at my sibling group. I have talked about it, I have done an interview like
557 it was only like a ten minute one though, actually at the support service club. I had a
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558 little interview there but it was only a short one and I’ve talked about it with other
559 people before. I’ve talked about it with friends and my mum and dad.
560 I: Have you talked about it to other people in the family?
561 P: Well, yeah, grandma and granddad. But they live in Manchester so I don’t speak
562 to them often. But perhaps on the phone. I mean I don’t often talk about my brother
563 to them to be honest because I only see them a few times a year, Christmas, Easter
564 and just the odd time like.
565 I: Okay. So any there any questions that you would like to ask me or any questions
566 that you think I  should have asked you?
567 P: Um, no not really.
568 I: Okay, thank you very much for participating.
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